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PREFACE AND ACKNOWLEDGMENTS 


While I was working on this book, one of my brothers took ill. We 
were together for a family vacation on Long Island during Labor Day 
weekend. He had been hiking in California a few weeks earlier, had a low 
fever and rash, and seemed to recover. Once on the East Coast, he became 
very sick: lethargic, nauseated, and feverish. He had the chills and shook 
violently at times. By the time we took him to the emergency room at a 
local hospital, he was dehydrated and quite wobbly. 

We have little experience with serious illness in my family. My brother’s 
illness—undiagnosed initially despite a full tick panel and tests for other 
infectious diseases—was a startling and illuminating experience for some- 
one writing about vaccination controversy. My brother thought for sure 
he had West Nile virus disease (and later tests proved him right), as he 
had encountered unusually large numbers of mosquitoes during his camp- 
ing trip, but the infectious disease doctors at the hospital didn’t think so. 
Were they just oriented toward ticks because the problem on Long Island 
is Lyme disease? At dinner one night while he was still in the hospital, 
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the rest of us talked about Lyme disease on the island and the difficulty 
of diagnosing and treating it. “If I get a tick bite,” my other brother 
announced, “I am just going to demand doxycycline, right away.” 

My brother’s illness was scary. It is the quintessential experience of 
infectious disease that vaccines are meant to guard against. Pain, fear, 
and uncertainty characterized the immediate experience of illness for my 
brother, who endured strange symptoms that he had trouble describing, 
and fear and uncertainty definitely dominated the experience for the rest 
of us. I resisted the impulse to google his symptoms and try to figure out 
what was going on, after the one night I spent reading about tick-borne 
diseases on the CDC’s website. Figuring out what was going on was the 
job of the doctors at the hospital, and surely they knew more than I did 
about infectious disease in the United States and elsewhere (clearly they 
did, as one of the docs told us his theory of how Lyme infection was 
carried to Iceland by puffin birds). But the impulse was there, and I was 
aware that I should stifle it. (Fortunately, I had other work to do during 
long boring hours at the hospital.) And yet, in the end, those smart doctors 
were wrong; not respecting my brother’s explanation for what was wrong 
with him, they didn’t do the easy test that would have acknowledged his 
account. He had to go back to Los Angeles and his own doctor to get the 
right diagnosis, and even then he had to fight to get tested for West Nile. 

Vaccines, in general, are meant to end this kind of experience by pre- 
venting infectious diseases and the disruptions they cause in people’s lives 
(including ending many of those lives). Having gone through the scary 
part of that experience, and being now on the other side, as my brother 
is well, I see the attractiveness of vaccination for West Nile, Lyme, or 
other insect-borne infectious diseases. He keeps saying that he might never 
go camping again, which is hard for me to believe, since it is something 
he has enjoyed for decades and now he is immune to West Nile virus. 
After having gone through this experience, though, who would want to risk 
something like it again? If a vaccine could make such activities safer, who 
wouldn’t want it? 

Four months after my brother’s illness, just as I was starting the final 
revisions to this manuscript, my mother went to the hospital with a gas- 
trointestinal bleed. I took the train from Roanoke to Philadelphia to help 
my father and spend time with her in the hospital. A biopsy of a lesion 
in her stomach came back with a diagnosis of large B-cell lymphoma. 
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A subsequent PET scan of her abdomen showed widely disseminated can- 
cer. On a second trip north, I finished revisions to the conclusion when 
the train to Philadelphia got stopped in Washington because of a March 
snowstorm. My mother had decided that she wanted hospice care; then 
she stopped eating and drinking. Two weeks later, she passed away in her 
sleep. 

There was nothing redeeming or valuable about her final illness, ex- 
cept that it was what she died of. My father kept talking about the fact 
that the cancer was discovered after it had spread, presumably as a way 
of understanding why my mother was in such discomfort, why she didn’t 
want to undergo chemotherapy, why it was incurable. I think of it as his 
way of managing the situation and trying to control it: scientific medicine 
works if you can use it at the right time. Most of my mother’s illness was 
very physical and very uncomfortable: her legs were swollen; she couldn’t 
eat; she was nauseated, had diarrhea or constipation; and she was ex- 
hausted all the time. Mercifully, because she decided to take control of 
the situation, her suffering was limited. She initially entered the hospital 
on January 12, 2018. She passed away in hospice early in the morning of 
March 12, 2018, two weeks after deciding to die. 

It was awful, and it was completely normal. My mother was eighty- 
nine years old. What did we think was going to happen? At some point, 
the body gives up, makes abnormal cells, calls it quits. 

Illness is one of the fundamental dramas of human life. It is a reminder 
of our own mortality and a basic, humbling reminder of embodiment. 
When I think of the phrase burden of disease, this is what I think of—how 
much it hurts, how tired we are, how confusing it is to be so out of con- 
trol, so weak, so uncaring about others. How being sick is burdensome— 
heavy, slow, and hard. The physicality of it is unrelenting. 

My own feelings after these two experiences are unresolved. My broth- 
er’s illness made me realize that we are vulnerable in ways I had known 
intellectually but not actually experienced. I learned that very healthy peo- 
ple can be struck by serious illness in unexpected ways. I entered that zone 
of fear and uncertainty that serious illness creates. These are emotions 
that modern technological advances protect us against, or at least aim to 
protect us against, with (fantasies of) control and regulation. 

My mother’s final illness I was more prepared for but still shocked 
by. Even though we know it will come, our mortality never ceases to 
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startle us. Perhaps that is why the other illnesses along the way are so 
important—they prepare us, albeit incompletely, for the final one. They 
teach us what it is to be dependent, needy. They give us hope that we 
can pull through, even though, eventually, there will always be one time 
when we do not. 

This book is dedicated to the memory of my mother, Rose Gomez 


Hausman, who faced her death squarely and fearlessly, indomitable to 
the end. 


I had plenty of help writing this book, although the sentiments expressed 
in it are entirely my own. I started the Vaccination Research Group (VRG) 
in spring 2010, with the support of the Center for the Study of Rhetoric in 
Society in the English Department at Virginia Tech, then directed by 
Kelly Belanger. Karen Roberto, director of the Institute for Society, Cul- 
ture, and the Environment at Virginia Tech, provided key funds to sup- 
port my research. Heidi Lawrence was my first graduate assistant to work 
on this project, and her insights have been and will always be crucial 
to the way I understand vaccination controversy. Phil Hayek and Lenny 
Grant also assisted the VRG and propelled the research forward in sig- 
nificant ways. Tarryn Abrahams is an inspiration and the current emerg- 
ing scholar who leads me to deeper understandings of vaccine skepticism 
than I would be capable of by myself. Other graduate students involved in 
the project include Amy Reed, Libby Anthony, Shelby Turner, Kari Putter- 
man Campeau, Michelle Seref, and Lauren Fortenberry. Colleagues Clare 
Dannenberg, Susan West Marmagas, Frangois Elvinger, and Molly O'Dell 
also contributed to this research. Rachel Wurster formatted the first draft 
and cleaned up the bibliography and notes for the initial submission to 
the press. 

The following undergraduate students have been the primary research- 
ers of the VRG, and all have influenced my understanding of vaccine skep- 
ticism: Erica Frempong, Jonathan Chapman, Lauren Cobert, Carly Smith, 
Andria Wallen, Megan Casady, Jessica Fuller, Leanne Shelley, Josh Tre- 
bach, Kelsey Soppet, Aubrey Sozer, Rachel Dinkins, Karen Spears, Olivia 
Kasik, Darya Nesterova, Sarah Brown, Erin Mack, Mecal Ghebremichael, 
Aimee Sutherland, Jonathan Lutton, Elena Patel, Varsh Peddireddy, James 
Foley, Kelsey Patel, Maggie Cashion, Nick Lucchesi, Jonathan Roberts, 
Erica Palladino, Kathryn Buss, Travertine Orndorff, Lakshya Ramani, 
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Prerna Das, Neil Feste, Margaret Eddleton. These students read original 
research articles; wrote annotations; created posters, information sheets, 
media analysis reports, and flowcharts; suggested novel analytical models; 
assisted in grant writing; created and maintained websites; conducted and 
analyzed surveys; and interviewed research participants. They were and 
are true collaborators, and working with them has been one of my great- 
est joys as a professor. 

I have presented papers and posters on vaccination controversy to the 
American Society for Bioethics and Humanities, the International Confer- 
ence Immunity and Modernity in Leuven, Belgium, the International So- 
ciety for the Study of Narrative, the Virginia Humanities Conference, the 
National Immunization Conferences in Atlanta, the Centers for Disease 
Control and Prevention, Emory University, the Ohio State University, Uni- 
versity of California-Riverside, and Georgia Tech. Colleagues at Virginia 
Tech—especially Kelly Pender, to whom I owe a huge debt of gratitude 
for listening to me think through various parts of this book—helped me 
through the arduous stages of planning and writing a book manuscript. 
Peter Potter, director of VT Publishing Strategies, gave me sage advice 
about pitching the book and led me to Cornell University Press. Sioban 
Nelson has been especially helpful as series editor, along with Suzanne 
Gordon, and Fran Benson was particularly supportive in how to craft the 
final arguments. Elena Conis, Melinda Wharton, Carol Colatrella, Jim 
Phelan, Chikako Takeshita, Lisa Keranen, Rebecca Garden, and many 
others provided opportunities for me to share my ideas as I worked out 
the arguments of this book. 

I was fortunate to have research leave for a semester to muscle out a 
first draft of the book before I became chair of the Department of English 
at Virginia Tech. The Edward S. Diggs Professorship in the Humanities 
at Virginia Tech provided funds for research assistance and travel to con- 
ferences; my utmost gratitude goes to Hattie Diggs, who endowed the 
professorship in her husband's name, and to the faculty committee that 
conferred on me the honor of the position while I was writing this book. 

My father looks forward to reading Anti/Vax, and I thank him for 
being patient with me while I bend his ear about modern medicine and 
its problems. I am sure that, as a retired physician, he bites his tongue 
often while in conversation with me. My brothers, sisters-in-law, cousins, 
spouse, and children all had to hear me talk about vaccines and vaccine 


xiv Preface and Acknowledgments 


skepticism for years; I thank them for their forbearance. Since most of 
them are vaccine supporters, these conversations helped me model argu- 
ments about vaccine skepticism for this audience. 

The administrative staff in the Department of English at Virginia 
Tech—Patty Morse, Sandra Ross, Judy Grady, Sarah Helwig, Laura Fer- 
guson, Bridget Szerszynski, Sally Shupe, and Kristen Cox—have all facili- 
tated my work on this book, even if they didn’t know it, by helping me be 
an effective administrator and supporting my work as chair. 

Clair James lives with me and therefore with my books in all stages of 
development, providing editing advice, proofreading, and, in the case of 
this book, formatting the final manuscript and fixing the notes and bib- 
liography. Thank you isn’t enough for that kind of detailed attention to 
someone else’s ideas and writing. My children, Rachel and Sam, became 
adults while I worked on Anti/Vax. I thank them for their patience with 
me and my academic obsessions. 

Finally, I want to thank the many people who have agreed to talk to 
my research team about their beliefs and practices with respect to vac- 
cination. These research participants provide the evidentiary basis for my 
arguments in chapter 10. Reading their interview transcripts, I have come 
to learn things about how people’s ideas about health, illness, the body, 
and medicine are interwoven with personal experience and philosophical 
perspectives about life on planet Earth. I have learned things about myself 
and how I characterize the meaning of health and illness in my own life, 
and I have come to understand, at least a little bit, how to think gener- 
ously about the beliefs of those whose practices are different from mine. 
I thank them for the courage to speak to us in a highly charged, inflam- 
matory context in which some of the choices that some of them make are 
vilified. They have made the labor of writing Anti/Vax worthwhile. 


ANTI/VAX 


INTRODUCTION 


Vaccination Stories and 
Why I Wrote This Book 


The first definition of the word safe is “harmless.” This definition 
would imply that any negative consequence of a vaccine would make 
the vaccine unsafe. Using this definition, no vaccine is 100 percent 
safe. Almost all vaccines can cause pain, redness or tenderness at the 
site of injection. And some vaccines cause more severe side effects. For 
example, the original pertussis (whooping cough) vaccine could cause 
persistent, inconsolable crying, high fever or seizures associated with 
fever. Although none of these severe symptoms resulted in permanent 
damage, they could be quite frightening to parents. 


But, in truth, few things meet the definition of “harmless.” Even 
everyday activities contain hidden dangers. For example, every year 
in the United States, 350 people are killed in bath- or shower-related 
accidents, 200 people are killed when food lodges in their windpipe, 
and 100 people are struck and killed by lightning. However, few of 
us consider eating solid food, taking a bath, or walking outside on a 
rainy day as unsafe activities. We just figure that the benefits of the 

activity clearly outweigh the risks. 


VACCINE EDUCATION CENTER, CHILDREN’S HOSPITAL OF 
PHILADELPHIA, “VACCINE SAFETY: ARE VACCINES SAFE?” 


In 2013, a physician committee at the Institute of Medicine reported 
that there were fewer than 40 studies examining the safety of the 
government’s vaccine schedule for children under age six. 


Only 40 studies. 


Vaccine safety science has so many knowledge gaps that the Institute 
of Medicine could not determine whether the timing and numbers 
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of vaccinations given to babies and young children is or is not 
responsible for the development of learning disabilities—asthma— 
autoimmunity—autism—developmental and behavior disorders— 
seizures—and other kinds of brain and immune system problems. 


NATIONAL VACCINE INFORMATION CENTER, 
“Is THE CHILDHOOD VACCINE SCHEDULE SAFE?” 


This book explores the particular vaccination controversies that sur- 
round us today. Anti/Vax tries to answer questions that are not currently 
being asked and, in so doing, to reorient a stalemated public debate. Such 
a reorientation is necessary in order to move beyond the inflammatory 
impasse in which we find ourselves—speaking past one another, blaming, 
and settling into our entrenched positions. In writing this book, I do not 
proclaim which side is right, but investigate the controversy itself—why 
this debate, why so charged, and why now? I bring to the foreground 
ideas and values that are not fully understood or accounted for in media 
reporting and medical research. As a result, my discussion moves away 
from predictable arguments about scientific literacy and toward questions 
about people’s worldviews and how they understand the role of health 
and illness in their lives. To have a meaningful public discussion about 
vaccination, its value, and its potential adverse consequences (both bio- 
logical and social), we must do more to understand the minority positions 
that are so frequently vilified. 

I study medical controversies in the public sphere as social controver- 
sies. This approach has bearing on what we think such controversies are 
about and how to remediate them. In rhetoric, an exigence is something 
that presents as a problem that can be addressed by communication or 
some form of discourse.! A problem that can be addressed nondiscursively 
does not present a rhetorical exigence. By analogy, a social controversy is 
something that must be addressed by social means—by social interaction, 
by community decision-making, by democratic deliberation and lawmak- 
ing, for example. It cannot be addressed by scientific or biomedical data 
dumped into the public sphere—it represents a problem in society that 
requires a social solution. 

In eight years of research on vaccination controversy, I have found that 
it is energized by contrasting visions of human life on earth and the vulner- 
ability of human bodies. In my view, vaccine skepticism is not a problem 
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of misunderstanding evidence or thinking the wrong things. Vaccine 
resisters approach problems of the body in ways that can be at odds with 
mainstream scientific approaches. Their protest demands a social response 
because the problems they point toward are problems of social and politi- 
cal disagreement. After all, vaccination would not engender a controversy 
if there were not laws mandating certain vaccines for children’s school 
entry or requiring vaccination for certain jobs. Vaccination controversy is 
ultimately a controversy about what it is to be a modern human, includ- 
ing questions about the responsibility one has to oneself, one’s family and 
community, and the human community overall, as well as to the earth 
and its sustainability. That is, vaccination controversy, investigated deeply 
and with attention to the foundational concerns that animate it, concerns 
fundamental questions of human existence and flourishing. To describe it 
and also to suggest remedies to a stymied social debate, we have to think 
differently about what kind of problem it is, who is at fault for creating 
and/or sustaining the problem, and what should be done in order to make 
the problem go away. 

I begin with my own vaccination story. Vaccination stories are stories of 
our relationships to both our health care providers and the state, our com- 
pliance or noncompliance with the law, our experiences and understanding 
of health and illness, and the way in which important medical events are 
recorded (or not) by our parents, health care providers, and selves. I had 
my children just as the current set of vaccination concerns was percolating, 
but, as I show in this book, vaccination concerns have been around as long 
as vaccinations have. It was my research into vaccination controversy that 
made me think about my own vaccination story and those of my children, 
not the other way around. Indeed, my research has complicated my feel- 
ings about vaccination, making me less likely to simply accept the idea that 
the answer to each and every infectious disease is vaccination, and more 
inquisitive about vaccines that are recommended to me as a patient. 


My Vaccination Story 


I was born early in 1962. The 1960s were a golden age for vaccine devel- 
opment, riding on the wave of successful polio vaccines in 1955 and 
1961, and as vaccines were developed for measles, mumps, and rubella, 
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Fig. 1. Bernice Hausman handwritten vaccination record 


vaccination became a routine aspect of pediatric care. In the 1970s, which 
I spent in elementary, middle, and high school, almost every state insti- 
tuted mandatory vaccination against the routine illnesses of childhood. 

My childhood vaccination record is an old 3 x 5 card in my mother’s 
almost illegible handwriting. The card, given to me by my mother when 
my parents sold their big house to move to an apartment, complicates, 
rather than clarifies, my vaccine history: 


Immunizations c tests 


DPT 7-11-62 booster 2/68 Tetanus booster 6/74 6/76 8/78 5/80 
Polio 62 booster 6/76 5/80 

Measles ? '64 

Mumps 3/69 

Rubella ’73 

TB test 6/74 6/75 6 6/77 8/78 5/80 

Smallpox 10/11/62 

Whooping Cough '62 booster '68 


Illnesses 


Chicken Pox 3/65 
German Measles 2/67 (NOT TRUE)* 
*[ wrote “(NOT TRUE)” next to German Measles record. 
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Why there is a rubella vaccination when there is also a date for when 
I had German measles is unclear to me: these are two names for the 
same disease. When I was a child, rubella vaccines were given at school; 
I remember being pulled out of line because my parents thought I'd had 
the illness. So why there is a record of vaccination in 1973 is a mystery. 
My parents don't remember. It may be that the vaccination became man- 
datory for school entry that year. Over a decade later I needed proof 
that I had been vaccinated against or had the measles to attend gradu- 
ate school. Since I did not show antibodies to measles, I was vaccinated 
again, but that vaccination is not on my 3 x 5 card, nor in any other 
record that I can find. 

I also have a smallpox “successful vaccination” certificate. The date on 
my mother's handwritten card is for October 11, 1962, while the certifi- 
cate has October 12 as the date. Probably this distinction doesn't matter, 
but it does suggest a certain level of inaccuracy in my records. 

Since childhood, I have had many more vaccinations, especially because 
I have traveled to Africa twice. These later vaccines (including yellow 
fever, required for a visa to visit Uganda, typhoid, hepatitis A and B, and 


meningococcal) now show up on my electronic medical record. 


HCD-75 REV. 10/62 Commonwealth of Pennsylvania 
DEPARTMENT OF HEALTH 
COMMUNICABLE DISEASES 


SUCCESSFUL VACCINATION 


I hereby certify that on ihe Macc ux day of Sees s. 
I examined the result of an anti-smallpox vaccination performed by me on 5 
left "mw RT a 
right 


Legally Licensed 


VS. iade S. 3. SS NN MAR. 


Address SS. Sees XM 
This certificate is not legal if issued prior the tenth day after cination, nor 
unless both the date of examination and the date of vaccination are given in the spaces 
provided. Alteration of printed wording renders certificate void. 
The teacher will enter date of above certificate of successful vaccination and name 
of physician on the Pupil’s Health Record card. 


Fig. 2. Bernice Hausman smallpox “Successful Vaccination” certificate 
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I have another vaccination story about decisions I made about my chil- 
dren. Or, as the case may be, decisions I did not make. I learned to think 
of these as nondecisions when, about a decade after my kids were born, 
I realized that new parents were making actual decisions about the vac- 
cinations their children received—refusing or delaying some. 

My kids were born in the mid-1990s. At that time, some mainstream 
parents were concerned about vaccination, but these apprehensions were 
not widespread in my social circles. I was very conscious about decisions 
I made during my two pregnancies—decisions against technological inter- 
vention if I didn't think it was necessary and somewhat careful choices 
about what I ate while pregnant. While pregnant with my daughter during 
1993 and 1994 in Chicago, I chose hospital-based midwives to supervise 
the pregnancy and birth and avoided as many screening tests as I could 
out of a desire to allow the pregnancy to proceed as naturally as possible. 
I didn't have any pain relief while in labor or during delivery, although, 
since I tested positive for Group B strep, I did have an antibiotic drip when 
I arrived at the hospital. Yet my daughter received the hepatitis B vaccine 
the day she was born—indeed, I really didn't think twice about it. When 
my son was born two years later in southwestern Virginia, I proceeded 
pretty much as I had with the first baby. In the local hospital, which 
I reached about twenty minutes before he was born, there was no time for 
the antibiotic drip. He got his Hep B vaccination on his second day of life. 

My children's vaccination records are more orderly than mine, in part 
because their first vaccinations were recorded by a hospital nurse. My 
daughter's is written in a small booklet that also has her height and weight, 
tracked over her first year, as well as other subsequent vaccinations given 
her in the pediatric clinic of the University of Chicago hospital. Of course, 
both children also now have electronic medical records of their vaccina- 
tions reaching back into their infancy, although the electronic format has 
not always led to greater accuracy. 

I didn't question their vaccinations, not when they were born nor dur- 
ing their childhoods. My son became ill and was hospitalized five days 
after he was born, with a fever of unknown origin, but we never suspected 
an adverse reaction to the hepatitis B vaccine. I was pleased that both my 
children got chicken pox, even though my son's experience was so miser- 
able, and my husband and I had to take turns staying at home with the 
kids while they were sick. I took pictures of them in the bath to prove that 
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they’d actually had it, as the varicella vaccine was new in the 1990s and 
beginning to be required for day care and school entry. My children are 
members of one of the last birth cohorts of American kids to get sick with 
chicken pox. 

It was only when I realized that colleagues of mine with younger chil- 
dren, those born in the early 2000s, were concerned about vaccination, 
delaying their children’s shots or simply worried each time their children 
had a vaccination, that I came to see that I had missed this particular con- 
cern even though I had been hypervigilant about other medical interven- 
tions that might have predisposed me to be concerned about vaccines. The 
signal event for me was hosting a baby shower for a friend and having a 
colleague give her two books about vaccine risks and alternative sched- 
ules. Yet knowing others were concerned didn’t affect my own attitude a 
whole lot. The HPV vaccine Gardasil became available when my daugh- 
ter was twelve, and my husband and I had a quick conversation about 
whether there was enough safety data before we signed her up. 

I think that my own vaccination story is probably typical of Americans 
my age. Lots of late baby boomers, I imagine, have an index card with 
their vaccination record scrawled on it by their mother. We were vac- 
cinated for smallpox, one of the last American cohorts to undergo that 
ordeal. Our more recent vaccination records are probably more orderly 
and stored electronically, yet we are often lax about adult vaccinations. 
Many television commercials for pertussis vaccinations are aimed at us. 
An adverse event makes us wary of particular vaccines, or perhaps vac- 
cines in general. And we had chicken pox as children. 

My vaccination stories date me, historically situating my experience 
but also distinguishing it from alternatives that might have been. As 
I show later in the book, the 1960s and 1970s were not void of vaccine 
skeptics, like Robert Mendelsohn, MD. If my parents had married earlier 
than 1955, I might have contracted measles or polio. If I had been born 
after 1971, I would not have been vaccinated for smallpox, and I might 
have been in that cohort of parents increasingly concerned about vac- 
cines when I had my own kids in the early 2000s. And my parents might 
have joined Dissatisfied Parents Together, in 1982, over concerns about 
the DPT shot. 

Except that my specific parents wouldn't have. As a pathologist and full 
believer in scientific medicine, my physician father is a staunch supporter 
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of vaccines and always has been. Both my parents, born in the 1920s, 
had some of the diseases I was vaccinated against, and fear of polio cer- 
tainly dominated my father's childhood. My father told me that whooping 
cough was the worst illness he can remember because it hurt so much. 
(He contracted the mumps as an adult, however, when my older brother, 
born too early for the vaccine, came down with it as a toddler.) Both my 
parents strongly support mainstream medicine, to the point that when 
I was pregnant with my first child, my father consistently referred to the 
certified nurse midwives who were my primary caregivers as the “ladies in 
the hospital” and worried every time I went to a chiropractor to help with 
my lower back pain. 

My attitude toward vaccines as a new mother in the middle 1990s 
is somewhat less typical, however, as this was a time of increasing vac- 
cination concern, and my dedication to breastfeeding and unmedicated 
childbirth put me in the kinds of social circles that, for some parents, 
facilitated forms of vaccine hesitancy. For whatever reason, these concerns 
did not surface in my experience. I came to vaccination controversy out 
of an intellectual interest in medical controversies in the public sphere, 
not from any personal experience of vaccine concern. Initially, I wanted 
to know why some people refused vaccination for their children. Eventu- 
ally, I wanted to understand why the social context provided such a fertile 
ground for vaccine skepticism to flourish. 


Understanding Vaccination Controversy 


When I began my research into vaccination controversy in spring 2010 
with an avid group of undergraduate students, I called us the Vaccine 
Refusal Research Group. It took a semester to realize that such a title 
was inappropriate for research that seeks to understand a public contro- 
versy. Sometime during the following year, we renamed it the Vaccina- 
tion Research Group (VRG). In the time since, as the public discussion 
concerning vaccination in the United States has become more heated 
and media reporting increasingly inflammatory, it has become clear that 
a neutral approach to the topic is necessary in order to understand it. In 
the context of a research group filled with undergraduates who plan to 
go to medical school, this neutral stance has sometimes been a hard sell. 
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But as we developed several interview studies that invited nonvaccinat- 
ing parents to tell their stories to us, the neutral research stance was cru- 
cial to convincing them to enroll in the studies and speak forthrightly 
about their experiences and beliefs. The inflammatory reporting context 
of vaccination controversy also became a focus of our research efforts, 
as we came to understand it as actively shaping the social context we 
seek to explain. 

We have learned many things together. One is that vaccination concerns 
are as old as vaccination itself. Whether you date vaccination first to var- 
iolation, a centuries-old practice in which matter from active smallpox 
pustules was scraped into the skin of someone uninfected, or to Edward 
Jenner’s experiments with cowpox in the 1790s, there have been people 
who objected to vaccination or worried about its consequences.” Since 
the nineteenth century, vaccination concerns have coalesced around two 
primary issues: (1) compulsory vaccination, and (2) adverse medical 
consequences. The first concern can be expressed in a number of ways; 
in the United States, it can be grounded in arguments about individual 
freedom, religious belief, or bodily autonomy. It might also be expressed 
as a concern about governmental overreach, or a conspiracy between 
the government and medical authorities or practitioners or between the 
government and the pharmaceutical industry. Consistent within this 
theme is a concern that families (not bureaucrats) should make deci- 
sions about the health care of their members, and that the government 
should not reach into domestic life to upset the authority of parents. 
In Jacobson v. Massachusetts, a United States Supreme Court decision 
in 1905, the court decided that government had the right to mandate 
vaccination to protect the public’s health, but that the individual had the 
right to be exempted if vaccination posed a risk to his or her health as an 
individual. 

Vaccine mandates were initially established in the nineteenth century 
to stop outbreaks of smallpox once they had started. After the advent 
of polio, measles, mumps, and rubella vaccines in the 1950s and 1960s, 
vaccine mandates were enacted across the United States in the 1970s and 
enforced through school-entry mandates in order to establish herd immu- 
nity against particular diseases and hasten the eradication of some, like 
measles.? Recently, mandates have come to the fore of public debate and 
legislative action because liberal exemption laws are perceived to allow 
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parents to inappropriately opt out of vaccinating their children, thereby 
threatening herd immunity in particular localities. Getting rid of personal 
belief, philosophical, or religious exemptions is seen as getting tough on 
vaccination compliance and not allowing people’s misinformed views 
to interfere with public health goals. In a particularly dramatic move in 
2015, California ended its personal belief exemption for vaccination after 
an outbreak of measles originated at Disneyland the preceding December. 
This change of law has led to a political campaign to recall the bill’s pro- 
ponents in the legislature and rescind the law itself. 

Current public discussion about mandates is dominated by arguments 
about adverse medical consequences. For parents concerned about vac- 
cine injury, vaccine mandates enforce acceptance of potentially dangerous 
medical treatments. For the most strident supporters of vaccination, such 
concerns are the result of scientific illiteracy and lack of understanding 
that the benefits of vaccination far outweigh the risks. These vaccine advo- 
cates believe that the success of vaccines in lessening rates of infectious 
disease has resulted in a medical paradox in which the lack of disease 
incidence makes the vaccines seem riskier than the illnesses they prevent. 
To counteract this perceived ignorance, vaccine promoters try to convey 
clear risk/benefit scenarios for vaccination, hoping to persuade parents 
and others skeptical of vaccination that vaccination is not only a public 
good but a personal one as well. 

The Vaccine Education Center (VEC) at the Children’s Hospital of 
Philadelphia (CHOP) is a good example of this strategy, as the first epi- 
graph to this chapter demonstrates. The brainchild of vaccine advocate 
and inventor Paul Offit, MD, the VEC defines vaccine safety in terms of 
its risk/benefit ratio, arguing that when a vaccine’s benefits to a popula- 
tion outweigh its risks, the vaccine is safe. The question of whether a vac- 
cine can cause a serious adverse event is always interpreted through this 
calculus. Thus, for example, rotavirus vaccines are understood to be safe 
even though they cause a small number of cases of intussusception (a rare 
form of bowel blockage), because rotavirus disease itself causes a small 
number of cases of intussusception. The VEC puts the matter this way, in 
two parts of its entry on rotavirus vaccine: 


Because both current rotavirus vaccines prevent rotavirus—and therefore 
prevent a rare form of intestinal blockage—the question became which was 
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rarer, intestinal blockage caused by the vaccine or by natural infection. The 
question can be answered by looking at what happened to the rate of intes- 
tinal blockage once vaccination started to replace natural infection. Most 
recent evidence shows that the incidence of intestinal blockage of infants in 
the United States has not increased because of rotavirus vaccines. 

Without a rotavirus vaccine, approximately 55,000 to 70,000 children 
born in the United States would be hospitalized with rotavirus each year. 
Since the vaccine has been in use, this number has decreased by about 
80 percent. There are no severe side effects from rotavirus vaccine. There- 
fore, the benefits of the rotavirus vaccine clearly outweigh the risks.* 


However, vaccine-skeptical parents might see the issue differently. 

For example, this standard framework of risk versus benefit will 
always suggest that choosing against vaccination is choosing irrationally 
because to be approved vaccines must show that adverse reactions to them 
are less dangerous, across the population, than the diseases they protect 
against. Such evidence is a requirement of FDA licensure. And the solu- 
tion to fears of vaccine risk within this framework is to educate about 
scientific approaches to risk. If the number of cases of intussusception 
has not increased with the widespread use of the vaccine, and the vaccine 
prevents serious rotavirus disease in the vast majority of those vaccinated, 
one could say, in agreement with the VEC information, that the vaccine is 
safer than being sick with rotavirus. 

Yet some cases of intussusception are being caused by the rotavirus 
vaccine; that fact is implicit in the presentation of evidence. The claim 
made by the VEC that “there are no serious side effects from rotavirus 
vaccine” is thus not true. Some children experience intussusception from 
the vaccine. For parents, there may be a difference between a side effect 
from vaccination and one from an illness: the meaning of an adverse event 
may be perceived differently if the precipitating action is a chance occur- 
rence of illness in comparison to a medical intervention like vaccination. 
In other words, if my child gets intussusception from being sick with rota- 
virus I may feel differently than if my child gets intussusception because 
I had her vaccinated. 

On the other hand, if I don’t know how serious rotavirus is and I forgo 
vaccination because of the uncertainty of its effects, and then my child 
becomes very ill or dies, I may feel that I have been ill served by the infor- 
mation that I used to make my decision not to vaccinate. 
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Interestingly, both vaccine-promoting and vaccine-skeptical popular 
books use a similar narrative to either support or question the safety pro- 
file of vaccines, through a typical “injured child story.” Popular books 
questioning vaccination often use the injured child story to stage an argu- 
ment about false medical advice supporting vaccination that led to a cata- 
strophic injury. Here the authors argue that the risks of vaccination were 
downplayed and the child suffered (or died). The obverse story concerns 
a parent who didn’t understand the risk of not vaccinating and the child 
who suffered severe illness, injury, or death. Popular books promoting 
vaccination often use this kind of story to demonstrate the risks of vaccine 
refusal. 

In the interview studies of the Vaccination Research Group, we see 
alternative approaches to illnesses and a high valuation of the biological 
experience of illness in families that don’t vaccinate. While our sample 
sizes are quite small, these findings deserve further investigation, as they 
suggest a wholly different approach to the idea of infectious disease risk. 
Many of our informants embrace the experience of illness and believe the 
body must be properly supported while ill in order to regain health. The 
risk/benefit scenarios that are propounded by the VEC would be unper- 
suasive to these families, as the safety of a particular vaccine would not be 
expressed as a population-based ratio of the prevalence of adverse events 
compared to the disease-preventing benefits, nor could it be understood 
as a comparison to the same adverse event experienced as a result of vac- 
cination or disease. This is not to say that these families would never 
vaccinate, although that is probably true for some. Rather, it is to suggest 
that reasons to vaccinate might be persuasive only if they took account 
of other kinds of concerns, such as how vaccination itself changes disease 
experience, occurrence, and treatment, and thus overall human health, 
or took account of other values and beliefs, such as the experience of 
illness and the value of supportive care. In a context characterized by 
uncertainty, these families trust domestic practices to enhance health and 
support those who are ill, rather than medicines and treatments that they 
see as potentially damaging and interventionist. 

In any event it is difficult to accept the typical public health approach 
that vaccine skeptics lack scientific literacy or a proper sense of commu- 
nity responsibility (another common argument). Both of these charac- 
terizations exemplify what scholars call the deficit approach to scientific 
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knowledge, which is shorthand for how scientists and bureaucrats see 
members of the public as ignorant when they disagree with mainstream 
scientific positions. Thoughtful exploration of the views of vaccine skep- 
tics reveals some people with extremely unorthodox views of science and 
medicine, as well as many folks who are well versed in a variety of scien- 
tific discourses and who disagree with mainstream assessments of vaccine 
safety and efficacy, who believe that adverse reactions to vaccinations are 
underreported and improperly studied, and who hold diverse views on the 
true threat of infectious disease on human populations. I am not saying 
that I agree with vaccine skeptics on any of these issues. In any event, my 
expertise and my research do not allow me to make scholarly claims about 
vaccine safety or the reality of vaccine injury. What I can say is that study- 
ing vaccination controversy—and studying it not as a problem of “those 
people” who won’t accept vaccination for the miracle that it is but as a 
public controversy with various constituents—has led me to understand it 
as a complex problem that is as much social as it is scientific. 

Are some people who refuse vaccination ignorant of the scientific argu- 
ments made on behalf of vaccination? Absolutely. Are some people who 
accept vaccination equally ignorant of those arguments? Sure. The point 
here is not to ferret out the beliefs of those who don’t vaccinate in order 
to change their minds or demonstrate how they are wrong. The point of 
this book is to show that vaccine skepticism is linked to various beliefs 
and practices that are actually not that unusual in American society, and 
that such skepticism is sustained by popular suspicions of the govern- 
ment, sponsored scientific research, and pharmaceutical companies. Many 
Americans join vaccine skeptics in their deep concerns about the profit 
motive in drug development and research. The increase in vaccines on the 
recommended infant and child schedules has been a catalyst for parents 
who wonder if there is a limit to a child’s tolerance for what some perceive 
to be an aggressive immunization regime. 

In addition, negative views of so-called antivaxxers are established and 
upheld in public debate. The public controversy over vaccination depends 
upon a particularly damaging kind of group character assassination, much 
to the detriment of ongoing democratic dialogue. Both vaccine promot- 
ers and vaccine skeptics are guilty of pernicious forms of argument, but 
in this book I explore how the image of the gullible, misinformed parent 
circulates in provaccine portrayals. This kind of representation allows the 
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news media and others to avoid the varied cultural influences on vaccine 
skepticism. Indeed, it allows everyone to avoid confronting the complex 


social contexts in which vaccine skepticism makes sense. 


Anti/Vax shows how vaccination controversy animates the US imagina- 
tion, suggesting why the controversy festers in a context in which most 
parents vaccinate their children and in which outbreaks of infectious dis- 
ease are contained handily. As I show throughout the book, the vaccina- 
tion debate gathers up and consolidates a number of concerns and fears 
about contemporary medicine and the future of humankind in the context 
of medical experimentation. As a result, it is unlikely to be ameliorated by 
attempts to educate parents in scientific literacy. Indeed, in this scenario 
such education only feeds concerns with vaccination as it empowers indi- 
viduals to access scientific studies themselves and make their own assess- 
ments of vaccine efficacy and safety, not all of which are likely to coincide 
with professionals’ perspectives.? 

Readers might wonder why I spend so much time discussing other peo- 
ple’s arguments, usually through analysis of published books or scholarly 
articles. One reason is that I have been trained to do just that—to establish 
my own arguments through the close reading of others’ claims. This form 
of argumentation is a staple in the humanities. But another, and more 
pertinent, reason is that this method reveals that there are already argu- 
ments that can explain voluntary nonvaccination within public debates 
about science, medicine, and the meaning of illness. That is, there already 
exist ideas that allow us to understand vaccine skepticism, and plenty of 
scholars and popular writers are talking about them. Yet somehow no one 
has pulled together these ideas to situate vaccine skepticism within current 
cultural preoccupations with medicine and its limits. I use this argument 
strategy—working through texts that circulate around and through vac- 
cination controversy both publicly and in published scholarship—to show 
how vaccine skepticism makes sense, instead of treating it as a fundamen- 
tal irrationality. 

The book ranges widely, considering news reporting on vaccines, viruses, 
and bioterrorism; popular book-length treatments of vaccination contro- 
versy; Holocaust and science denial; how we know the truth and what a 
fact is; medicalization and the antimedicine movement; zombie apoca- 
lypse fiction; and research findings from interviews with vaccine skeptics. 
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Initially, when I thought of the book as “making sense of vaccine skepti- 
cism,” I thought of it as explaining vaccine skeptics to everyone else. But 
as I revised the manuscript, it became clear to me that Anti/Vax is really 
about medicine and modernity, and how vaccine skepticism reveals per- 
vasive cultural worries about how the things that save us also just might 
kill us. While writing this book, I went down the rabbit holes of inquiry 
as far as I could go, and I thought through the big questions and issues 
that emerged from these journeys. The result is a book that argues that 
vaccination controversies are examples of decidedly modern questions 
about human community and understanding—how we live together, what 
knowledge binds us, how we come to believe things, and what we require 
of one another. 

Vaccine proponents argue, somewhat uniformly, that with respect to 
infectious disease these questions can be answered by scientific inquiry 
and findings. I show that for many people, however, science is not a simple 
matter, and human motivations and history complicate trust in others, 
especially trust in the scientific establishment and government. Really 
understanding vaccination controversy means acknowledging that reli- 
ance on the abstract systems, expert knowledges, and bureaucratic man- 
agement that are characteristic of modernity really bothers many modern 
people. Vaccine skeptics’ concerns, rendered this way, reflect many pre- 
occupations of contemporary culture. Everyone would do well to take 
vaccination controversy seriously—not necessarily as evidence of vaccine 
skeptics’ claims, but as evidence of deeper and widespread disgruntlement 
with cultural assumptions about technoscientific advancement, triumph 
over infectious disease, and other myriad accomplishments of biomedicine. 

Only when we do so will we be able to discuss national public health 
goals, the role of vaccine mandates, the politics of vaccination exemp- 
tions, and the role of illness and infectious disease in our lives in ways 
that represent the democratic aspirations of our nation and honor pub- 
lic health efforts as collective, rather than punitive, exercises in national 
character. 


So WHAT BOTHERS YOU 
ABOUT VACCINES? 


There never was a golden age of vaccine acceptance. Immunization 
has never been universally accepted in any population as a method of 
disease prevention. The British gastroenterologist Andrew Wakefield’s 
1998 Lancet article did not transform American parents’ perceptions of 
vaccines, although that article later became emblematic of vaccine skep- 
tics in troubling ways.! Vaccination has always had its detractors and its 
resistors, even as vaccinology in the twentieth century has been accepted 
wholeheartedly by mainstream medicine, public health, and most Ameri- 
can parents as a primary method to prevent infectious disease.” 

Historians have been clear on this issue in their analysis of vaccination 
in the United States and elsewhere. For example, James Colgrove shows 
that persuasive measures were necessary in the 1920s to convince wary 
American parents to vaccinate against diphtheria, which was a feared dis- 
ease, although vaccine acceptance increased steadily through the 1930s? 
David Oshinsky writes in Polio: An American Story that frustration with 
parents not vaccinating their children for polio emerged quickly after the 
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first few years that the Salk vaccine was available, suggesting that as soon 
as mass vaccination became federal policy, public health concerns about 
vaccine-wary parents emerged as well.* For all the talk about “polio pio- 
neers,” hundreds of thousands of parents did not volunteer their children 
for the experimental shots when they could have. Elena Conis’s Vaccine 
Nation: America’s Changing Relationship with Immunization demon- 
strates the rhetorical efforts of scientists and public health officials alike 
to get parents (and physicians!) to accept vaccines for the so-called mild 
diseases of childhood (measles, mumps, and rubella) in the 1960s and 
1970s.° Concerns about the pertussis vaccine were expressed beginning 
with its initial use in the 1930s, and came to prominence in the 1970s 
just as vaccine mandates for school entry swept the states and a Brit- 
ish study suggested that the vaccine could cause neurological disorders. 
And in 1982, an NBC affiliate in Washington, DC, aired a documentary 
about vaccine dangers called DPT: Vaccine Roulette. This program is 
often credited with starting the contemporary antivaccination movement.’ 
Whether it did or not is up for debate. 

This chapter describes the broad array of concerns about vaccination 
and viral and bacterial illnesses that have animated the public from the 
1980s through the first decade and a half of the twenty-first century. The 
purpose here is to better understand what, precisely, the current perceived 
vaccination crisis is about, given existing data on vaccination attainment 
among children. This chapter and the next use news reporting as a way 
of gauging public concern, but also provide the opportunity to examine 
how reporting shapes public views. Ultimately, we can see how reporting 
has focused on certain positions about the nature of vaccine hesitancy and 
skepticism, and how the public has been deflected from its own complex 
expressed worries about vaccination. 


Federal Vaccination Provision and Vaccination Attainment 


Elena Conis and James Colgrove have written the two most authorita- 
tive histories of vaccination in twentieth-century and early twenty-first- 
century America, Vaccine Nation and State of Immunity (respectively). 
Readers interested in fuller historical treatments of vaccination in the 
United States should consult these sources. State of Immunity begins in 


18 Chapter One 


the Progressive Era (early twentieth century) and focuses on the periodic 
oscillation between persuasion and compulsion in public health efforts to 
expand vaccination. Vaccine Nation focuses on the postpolio period, ex- 
plaining how the expansion of vaccination in the last forty years of the 
twentieth century occurred in tandem with vaccine skepticism and out- 
right refusal. Conis pays special attention to the social contexts and ef- 
fects of federal action to broaden vaccine uptake, from John F. Kennedy’s 
Vaccination Assistance Act (1962) through Jimmy Carter’s Childhood 
Immunization Initiative (1977) and Bill Clinton’s Vaccines for Children 
program (part of the Omnibus Budget Reconciliation Act of 1993). Both 
of these sources offer insights into how past federal action on vaccination 
provides a context for the current vaccination controversy. 

The polio vaccine was the first to be provided nationally through a 
coordinated federal effort. When vaccine proponents worked to ensure 
better immunization rates against poliomyelitis in the 1960s, they con- 
fronted an old challenge—middle-class citizens were more likely to line up 
themselves and their children for shots than were poor people. In the early 
1960s, Kennedy’s Vaccination Assistance Act thus targeted poor children, 
those older than five years of age, and provided the four vaccines that 
were then available: polio, diphtheria, pertussis, and tetanus. That act was 
renewed during the Johnson administration, but the funding mechanism 
changed under President Nixon to a set of block grants to states, some of 
which chose to put the funds to other public health uses. In the 1970s, 
Jimmy Carter’s plan, which included shots for seven vaccine-preventable 
diseases (diphtheria, pertussis, tetanus, polio, measles, rubella, and 
mumps—the latter three having been developed since 1963), also focused 
on poor children. Carter’s Childhood Immunization Initiative relied more 
on volunteers and attempted to keep the federal footprint subordinated 
to state oversight. Conis points out that the Carter initiative involved sig- 
nificant moralized messaging that identified parental ignorance, misunder- 
standing, and lack of attention to the importance of vaccines as reasons 
parents didn’t immunize their children. Thus, the 1990s were not the first 
period in which parental belief or disposition was understood to be a 
problem in achieving optimal vaccination levels nationally. 

After leveled or diminished funds for childhood vaccination during 
the Reagan administration, and a measles epidemic from 1989 through 
1991, reporting on US vaccination policies often compared them (rather 


TABLE 1. National vaccination rates at 35 months 


Vaccine Disease(s) Number of Children Children Notes 
acronym doses up to vaccinated vaccinated 
35 months 2015(%) 1995 (96) 
DTaP Diphtheria, 3+ 95.0 94.5 (DTP) Acellular pertussis 
tetanus, and vaccine introduced 
pertussis in 1996 
IPV Poliovirus 3+ 93.7 87.8 (both Inactivated 
IPV and poliovirus vaccine 
OPV) (IPV); until 2000, 
both IPV and OPV 
(oral poliovirus 
vaccine) were 
used in the United 
States 
MMR Measles, 1+ 91.9 89.8 Booster at 4-6 
mumps, and years 
rubella 
HepA Hepatitis A 1+ 85.8 n/a 1+ dose; 2 doses 
by 2 years for 
all children 
recommended 
since 2005 
HepB Hepatitis B 3+ 92.6 67.9 Introduced as 
routine vaccine in 
1990s 
Hib Bacterial 3+ 94.3 91.2 Primary series: 
meningitis receipt of greater 
caused by than 2 or 3 doses 
Haemophilus depending on 
influenzae product type 
type b received 
RV Rotavirus 2+ or 3+ 73.2 n/a Rotarix® 
(RV1; 2+ doses; 
approved for use 
in 2008) and Rota 
Teq® (RVS; 3+ 
doses; approved 
for use in 2006) 
VAR Varicella or 1+ 91.8 25.8 First available 
chicken pox (1997) 1995 
PCV Pneumococcal 3+ 93.3 73:2 Pneumococcal 
disease (2004) conjugate vaccine, 
started 2000 


Sources: National Immunization Survey (NIS)—Children (19-35 months), Centers for 
Disease Control and Prevention, CDC.gov, https://www.cdc.gov/vaccines/imz-managers/ 
coverage/nis/child/index.html; Holly A. Hill et al., “Vaccination Coverage among 
Children Aged 19-35 Months—United States, 2015,” MMWR 65, no. 39 (October 7, 


2016): 1065-71. 
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negatively) to those of poor countries. Bill Clinton’s plan, like his over- 
haul of welfare a few years later, relied on what was termed personal 
responsibility, even though it was clear at the time that vaccination rates 
were related to socioeconomic status. Regardless of the semantics, the 
program has been successful in diminishing nonvaccination among the 
poor and improving rates overall. A comparison of vaccination rates from 
the mid-1990s to today demonstrates that over a twenty-year period that 
began in 1995, significant gains were made in improving rates of MMR 
and polio vaccination for infants up to thirty-five months, and that most 
other childhood vaccination rates have improved marginally over time. In 
2015, only 0.8 percent of US children under the age of three years received 
no vaccinations at all. 

The data in table 1 demonstrate that, contrary to popular belief, this 
country is not currently experiencing a national crisis in vaccination at- 
tainment. This is not to say that clusters of unvaccinated children and 
adults do not pose a public health risk, as public health officials are quick 
to point out, or that there is not room for improvement in these immuniza- 
tion rates (at least from the perspective of public health). The data shown 
in the table do not include the final boosters in some series, and these are 
often the very shots that are most difficult to attain, as toddlers and young 
children go to the doctor less frequently than infants, and other logistical 
obstacles present themselves. In addition, the table does not include some 
vaccines that target adolescents, like the HPV or meningococcal vaccines. 
Nevertheless, the data presented here suggest that hyperbolic claims of in- 
creasing rates of unvaccinated children across the nation are not based on 
data collected by the Centers for Disease Control and Prevention (CDC). 


A Short History of Vaccine Concerns since 1980 


In 1980 seven vaccines were given routinely to children in the United States 
to prevent the following illnesses: diphtheria, tetanus, pertussis, measles, 
mumps, rubella, and polio. At the time these were usually administered in 
two shots and a liquid dose: DTP, MMR, and oral polio.? There were also 
boosters. By the end of this period, however, the recommended vaccina- 
tion schedule for US infants and children had ballooned significantly to 
shots against a total of sixteen diseases. (It is difficult to quantify exactly 
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the number of shots, given the variety of multiple-vaccine formulations 
that children can receive and that the number of doses recommended var- 
ies according to the age of the child.) The historian Mark Largent ar- 
gues that the sheer number of vaccines given to infants and children is a 
primary, legitimate concern.!° Understanding how and why vaccinations 
have increased in number is helpful in getting a handle on a generalized 
heightened anxiety about infant and childhood vaccines. 

Historically, legislation has set the context for steadily increasing rec- 
ommendations and mandates for infant and childhood vaccination. In the 
early 1990s, the Clinton initiative made it likely that vaccine manufactur- 
ers would seek recommended status by the CDC’s Advisory Committee on 
Immunization Practices (ACIP) and try to be on the list of vaccines man- 
dated for school entry. The Obama administration’s Affordable Care Act 
of 2010 expanded on Clinton’s program, requiring that insurance plans 
cover ACIP-recommended vaccines for children without cost to them or 
their families. What this means is that getting a new vaccine onto ACIP’s 
recommended list is a priority for vaccine manufacturers, because it en- 
sures a reliable stream of vaccine-eligible children or adults whose im- 
munizations are covered by insurance. (Better yet is getting onto the list 
of vaccines mandated for school entry, which is often a consequence of 
being put on the list of recommended vaccines.) This feature of federal 
legislation, while clearly making vaccinations affordable and thus accessi- 
ble for children and adults from lower socioeconomic strata, also created 
the context for parental resistance to childhood vaccines, simply because 
there were so many added to the schedule and many are often adminis- 
tered at the same office visit. Immunization overload thus became a focus 
of parental concern in the early twenty-first century." 

But while increased immunizations for infants and children is an impor- 
tant part of this story, it is not the only, or necessarily the most important, 
part. In what follows I trace a history of vaccination and infectious disease 
concern that tacks back and forth between fears of vaccine shortage in 
the context of disease outbreak and nervous attention to vaccine risk. It is 
important to understand that these tendencies occur together, suggesting 
ambivalence about medicalized approaches to health at the same time that 
illness is feared. The high vaccination attainment demonstrated in table 
1 came about in the context of growing concerns about vaccination and 
the emergence of what we think of today as a highly charged vaccination 
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controversy in the public sphere. What we have, then, is something of 
an enigma—high attainment in the context of growing concern. What 
we normally don’t think about, however, is the range of concerns about 
vaccines that have been raised historically and how those relate to what 
sometimes seems a narrow focus on childhood vaccines and, in particular, 
the possibility of a connection between childhood vaccines and autism. 
This section of the chapter traces concerns about vaccines that were docu- 
mented in news reporting from the early 1980s through 2015. 

The acceleration of vaccine approval and insertion into the rec- 
ommended schedule during the 1980s and 1990s coincided with the 
emergence of the AIDS epidemic and the changes it wrought on drug de- 
velopment regulations and activist medical culture at large. Because de- 
velopments concerning HIV/AIDS were so prevalent in news reporting 
during this period, I have not included them in this discussion, but they do 
provide a context for vaccination controversy as it emerged. It also bears 
noting that in 1976, during a time when there were significant concerns 
about the whole-cell pertussis vaccine causing neurological damage, a vac- 
cine against a strain of swine flu was thought to have caused increased in- 
cidence of Guillain-Barre syndrome (GBS), a temporary form of paralysis. 
A huge rollout of swine flu vaccinations during Gerald Ford’s presidency 
was halted when GBS was thought to be caused by that vaccine. 

What should be clear by this point is that concerns about vaccines 
did not arise de novo in the 1980s or 1990s but have persisted since the 
rollout of federally supported vaccination programs in the 1950s. Indeed, 
many historians have traced long-standing concerns back to the 1790s, 
when Edward Jenner invented the smallpox vaccine. But the thirty-five- 
year period from 1980 to 2015 is long enough to demonstrate significant 
and diverse worries about vaccines in the United States, as well as the 
triumphant development of many vaccines that have lowered infant mor- 
bidity and mortality. 

The early to mid-1980s saw increased concerns about vaccines in the 
media as well as the development and approval of two important vaccines 
for children. In 1982 an NBC affiliate in Washington, DC, aired DPT: 
Vaccine Roulette, a documentary about vaccines and their dangers. Ex- 
cerpts were also shown on the Today Show. The documentary followed 
concerns about the whole-cell pertussis vaccine from the 1970s, when 
British researchers claimed that it caused neurological damage. A vaccine 
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safety group, Dissatisfied Parents Together (with the same acronym, DPT), 
established itself at this time. (This group later became the National Vac- 
cine Information Center, one of the country’s largest and most vocal vac- 
cine safety organizations, with an expansive website.) A few years later, 
in 1985, a vaccine against Haemophilus influenzae type b (Hib, a bacte- 
rial disease) was released. Before the vaccine, Hib was a major cause of 
meningitis in infants. Updated in 1987, the vaccine allowed physicians to 
rule out meningitis when infants presented at emergency rooms with high 
fevers. And in 1986, a recombinant vaccine for hepatitis B (Hep B) was 
developed as an improvement over the older vaccine, released in 1981, 
which was made from human blood products. 

From 1989 to 1991, tens of thousands of Americans were sickened by 
a measles outbreak that spread across the United States. The outbreak was 
thought to be the result of low vaccination rates that were themselves the 
outcome of more than a decade of lagging attention to childhood vaccina- 
tion attainment. The outbreak motivated Bill Clinton, once he was presi- 
dent, to initiate the Vaccines for Children program in 1993, which aimed 
to reduce socioeconomic and racial disparities in vaccine availability and 
receipt by lowering logistical barriers to vaccination for poor children. 
In the public imagination, however, the outbreak was partly overshadowed 
by the Gulf War, also known as Operation Desert Shield and Operation 
Desert Storm. The war was a response to Iraq’s invasion of Kuwait and in- 
volved a coalition of forces led by the United States. Gulf War Syndrome, a 
controversial diagnosis involving numerous complaints (including fatigue, 
diarrhea, rashes, cognitive difficulties, and other symptoms), was linked 
by some to the anthrax vaccines given to soldiers deployed to the Persian 
Gulf. Thus, just as in the early to mid-1980s vaccine development oc- 
curred in tandem with vaccination concerns, so too at the beginning of the 
1990s worries about epidemic-level infectious disease emerged at the same 
time that new illnesses were being blamed on vaccination receipt. 

The pattern would continue throughout the decade, as new vaccines 
were released and included in the recommended schedule for infants and 
children. In 1991 ACIP recommended a change in the schedule for hepa- 
titis B vaccination, with a goal of total disease elimination in the United 
States. Trying to vaccinate adults and those at risk of hepatitis B had not 
worked to lessen transmission in the United States in line with CDC goals. 
As a result, ACIP recommended universal childhood vaccination against 
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Hep B that would begin, optimally, on the day of their birth. In 1995 a 
vaccine against chicken pox (varicella) was added to the recommended 
immunization schedule for children, although most states would not in- 
clude it as a mandatory vaccine for school entry for a few more years. 
In 1996 an acellular version of the pertussis vaccine replaced the whole- 
cell version, partly in response to concerns about neurological injury pre- 
sented in DPT: Vaccine Roulette. 

Thus, one new vaccine, one redesigned vaccine, and a new schedule 
for yet another preceded the emergence of significant new concerns about 
childhood vaccination in the mid- to late 1990s. In 1997, the Food and 
Drug Administration (FDA) Modernization Act led to studies concerning 
mercury in FDA-regulated compounds, including vaccines. Mercury, in 
the form of ethylmercury, is a component of thimerosal, a vaccine preser- 
vative. Research would indicate that children might be getting too much 
mercury across all of the infant and early childhood vaccines, especially 
as these were increasing in number. In the end, the FDA found that in- 
fants receiving all recommended vaccines could, by six months of age, be 
injected with 187.5 micrograms of mercury. With the American Academy 
of Pediatrics (AAP), in 1999 the FDA urged vaccine makers to reduce thi- 
merosal, albeit controversially by allowing manufacturers to use up exist- 
ing stocks. While the FDA stated that there was no evidence of harm from 
thimerosal in children’s vaccines, it made its recommendation on the basis 
of the precautionary principle. 

The thimerosal controversy would continue into the new century, how- 
ever. The FDA request to remove thimerosal from vaccines was the begin- 
ning of an effort to determine if there were any adverse consequences of 
ethylmercury in vaccines, especially for children. In June 2000 the CDC 
invited scientists to a meeting to consider possible adverse reactions to thi- 
merosal in vaccines. Held at the Simpsonwood Conference Center in Nor- 
cross, Georgia, the conference now bears that name in common parlance 
(the official title of the conference was “Scientific Review of Vaccine Safety 
Datalink Information”). At the closed-door meeting, CDC-invited scien- 
tists examined data from the Vaccine Safety Datalink Project, a network 
of HMOs across the country that gathers electronic health information 
related to vaccinations to monitor potential adverse reactions to vac- 
cines. Robert F. Kennedy Jr., in a famous article titled “Deadly Immunity” 
that was published in Rolling Stone magazine and on Salon.com in 2005 
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(and discussed at greater length in chapter 2), later pointed to the Simp- 
sonwood conference as evidence of a government cover-up of the dangers 
of mercury in vaccines. At the time, the scientists in attendance con- 
curred that further research was needed to confirm or repudiate claims 
of neurological damage due to thimerosal in vaccines. The Institute of 
Medicine (IOM) study released in 2004, which found no link between 
thimerosal and autism, would be one result of this decision. 

In the meantime, technological innovations and the introduction of 
new vaccines through the 1990s and early 2000s occurred simultaneously 
with growing concerns. It should be no surprise that a British gastroen- 
terologist who had been working with families of autistic children on a 
potential connection between gut disorders and autism published a paper 
in The Lancet in 1998 titled “Ileal-Lymphoid-Nodular Hyperplasia, Non- 
specific Colitis, and Pervasive Developmental Disorder in Children.” !? The 
study suggested a possible link between the MMR (measles, mumps, and 
rubella) vaccine and a condition called autistic enterocolitis. Diagnoses of 
autism were accelerating in the period, and Andrew Wakefield, the gas- 
troenterologist in question, was engaged in long-term research on these 
possible connections, as well as related research on measles and gut prob- 
lems.'* The same year that Wakefield’s Lancet article was originally pub- 
lished, the first rotavirus vaccine, Rotashield, was introduced. Rotavirus is 
a gastrointestinal disease that affects very young infants, causing diarrhea 
and vomiting. The following year the vaccine was withdrawn after cases 
of intussusception, a condition in which the bowel telescopes into itself, 
increased marginally postvaccination. The withdrawal of the vaccine was 
controversial among vaccine advocates, who argued that even with the 
possibility of elevated cases of intussusception, many millions of children 
would be protected against potentially severe disease. 

In 1999 a different set of concerns about vaccines surfaced in the pub- 
lic imagination: the journalist Edward Hooper published The River, a 
lengthy and detailed argument that HIV/AIDS was caused by the use of 
kidneys from monkeys infected with simian immunodeficiency virus (SIV) 
to grow polio vaccine. The vaccine researcher Hilary Koprowski had 
run trials for an attenuated live-virus polio vaccine in the Congo in the late 
1950s. He was competing against Albert Sabin for the development of a 
live-virus polio vaccine; Koprowski’s vaccine was not approved. Hooper 
argued that SIV present in diseased monkeys could have been transmitted 
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to humans with the vaccine and then mutated to become HIV. His con- 
tention rests, in part, on the knowledge that another simian virus, SV40, 
was discovered to have contaminated polio vaccines in the late 1950s and 
early 1960s. To this day there are arguments that SV40, which was pres- 
ent in both injected and oral polio vaccines until about 1963 in the United 
States and perhaps later in some other countries, is a cause of cancer in 
humans.!6 

Hooper's argument is controversial and has been debunked by main- 
stream AIDS researchers, who generally agree that vaccination aided the 
spread of HIV in Africa but not that vaccines caused SIV mutation. Rather, 
the generally accepted theory is that SIV mutated as a result of mixing chim- 
panzee or other primate blood contaminated with SIV with human blood 
during butchering. This theory is known as the *bushmeat hypothesis" 
or “cut hunter hypothesis." Initially the virus remained isolated in rural 
communities, but political and social upheaval in early to mid-twentieth- 
century Africa—accompanying decolonization and independence—led to 
its introduction in larger population centers. Mass vaccination campaigns 
carried out in the second half of the twentieth century accelerated the 
spread of HIV due to inadequate needle sterilization or needle reuse with- 
out sterilization, as there was widespread use of injectable penicillin and 
other medications across the African continent in the 1950s and after. 
But Hooper maintains the plausibility of his claims on a website (aidsori- 
gins.com), and he has many adherents who are sympathetic to the notion 
that contamination of vaccines with animal products is both a primary 
cause of HIV and, more generally, a widespread danger of contemporary 
vaccination regimes. 

In the following year, 2000, Patrick Tierney published Darkness in El 
Dorado: How Scientists and Journalists Devastated the Amazon, which 
was preceded by an article in the New Yorker, “The Fierce Anthropolo- 
gist."!? Both of these publications claimed that the anthropologist Na- 
poleon Chagnon, along with the physician James Neel, purposefully 
infected Amazonian Yanomami Indians with measles in a kind of eugen- 
ics experiment in 1968. Chagnon and Neel were accused of injecting the 
Yanomami with a poorly attenuated live-virus measles vaccine to see who 
would survive, instead of vaccinating them to protect them from an ongo- 
ing epidemic, as they claimed. Tierney’s claims set off a firestorm of con- 
troversy within academic anthropology concerning the ethics of research 
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on vulnerable populations and the potential harms of human experimen- 
tation to prove dubious scientific hypotheses. In the context of vaccina- 
tion skepticism, both Tierney’s and Hooper’s books raised the specter of 
scientists run amok in the forests of Africa and South America, seeding 
infections among the world’s poorest and most vulnerable people.? They 
also expressed grave concerns about vaccines that actually caused diseases 
rather than preventing them, as a result of either technical problems (using 
monkey kidney cells to grow virus) or purposeful malevolent experimen- 
tation (testing isolated populations to prove questionable sociobiological 
theories). These kinds of concerns—that the techniques to make vaccines 
are vulnerable to accident and contamination, that the public cannot trust 
physicians or researchers—are prevalent in the long history of vaccination 
concern.” It is telling that they continue even in an era of seemingly strin- 
gent regulation and oversight. 

The year 2000 also saw three significant developments in vaccination 
policy in the United States. Yet another vaccine was recommended for 
infants—the pneumococcal conjugate vaccine, or PCV—bringing the total 
number of recommended vaccines for infants and children to eleven (diph- 
theria, pertussis, tetanus, hepatitis B, measles, mumps, rubella, varicella, 
polio, Haemophilus influenzae type b, pneumococcal disease). Oral po- 
liovirus vaccine was discontinued in the United States, as a result of the 
continued, albeit rare, incidence of illness caused by reversion of the atten- 
uated live virus in the vaccine to wild type (a possibility disputed by Albert 
Sabin, the creator of the approved live-virus oral polio vaccine, through- 
out his entire life). The injected polio vaccine, which used a killed virus, 
again became the standard, although oral polio vaccine continued to be 
used around the world because of its ease of administration and low cost, 
and because it is better at protecting communities where vaccination rates 
may be low. In addition, measles was declared eliminated in the United 
States, which meant that there was no longer any endemic circulation of 
measles in the country. This declaration continues to confuse people to 
this day, who often think that it means that there is no more measles at 
all in the United States. For public health authorities, it is a technical term 
that means all infections are understood to come from beyond the US 
border; it also means that any measles infection is considered an outbreak. 

The new millennium would escalate concerns about illnesses as well 
as vaccines, exacerbating existing worries about both potential epidemics 
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and the medicines meant to prevent them. The September 2001 attacks 
on the World Trade Center and Pentagon, and the subsequent anthrax 
letters sent through the US Postal Service, renewed concerns about bioter- 
rorism. The federal government used existing smallpox vaccine stores as 
an exigence to create more vaccine for American citizens and instituted a 
program to vaccinate frontline health care workers and military person- 
nel. Many of those targeted for smallpox vaccination resisted because of 
known adverse reactions to the vaccine. In 2003 severe acute respiratory 
syndrome (SARS) emerged in China and quickly spread to Toronto and 
elsewhere through air travel. From 2003 through 2008, a series of court 
cases was initiated to fight the compulsory administration of anthrax 
vaccine to military troops. And in 2004, a flu vaccine shortage, due to 
a decrease in manufacturing capacity, caused a flurry of concern about 
availability and rationing, both in the immediate context and in terms of 
future possible pandemic events. 

That same year, the IOM published a review of the science concerning 
autism and MMR, as well as autism and thimerosal, discounting any link 
holding vaccines responsible for rising rates of autism. The report was 
derided by vaccine skeptics but lauded by the government and physicians 
as putting an end to public concerns about autism and childhood vaccines. 
As if to put an exclamation point on the report, in 2004 ten out of thirteen 
coauthors of the 1998 Wakefield study published in The Lancet formally 
retracted the study. 

All the while, new vaccines were being developed and recommended 
for infants, children, and adolescents. In 2005 the hepatitis A vaccine was 
recommended for all infants, and the first conjugate meningococcal vac- 
cine, MCV4 (Menactra), was licensed. In 2006 two new vaccines were 
rolled out—RotaTeq, against rotavirus, and Gardasil, against HPV. Ro- 
taTeq was later joined, in 2008, by Rotarix, both vaccines replacing the 
disgraced Rotashield, which had been pulled in 1998 because of increased 
incidence of intussusception. But any lingering controversy around the 
rotavirus vaccines was overshadowed by the immediate public debates oc- 
casioned by the first vaccine marketed to protect against cancer: Gardasil. 

Created by Merck, which was still suffering from the Vioxx debacle, at 
the time Gardasil protected against four strains of the human papilloma- 
virus (HPV), which can cause cervical cancer in women and genital warts 
and anal and oral-pharyngeal cancers in both sexes.?! ACIP recommended 
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Gardasil for girls eleven to sixteen years of age, primarily because the 
vaccine was understood to be most effective before girls became sexu- 
ally active. Some states wanted to add the vaccine to those required for 
middle-school entry, and Merck mounted a significant lobbying campaign 
to that effect. But conservative families objected to a vaccine that they 
thought might encourage young girls to be sexually promiscuous. When 
concerns about side effects of Gardasil emerged on social media in 2008, 
these linked up with existing resistance to a vaccine for an infection spread 
by sexual, rather than casual, contact. The CDC authorized a study to 
examine its safety, but even when that was published in 2009, confirming 
the safety profile of Gardasil, a robust network of websites and organiza- 
tions continued to question its necessity and safety. Many of these web- 
sites contain video narratives of girls who had been injured by the HPV 
vaccine, which is administered in three rather expensive doses a prescribed 
number of months apart. 

Against this backdrop, influenza emerged as a new focus of concern. 
In 2006, a highly pathogenic strain of avian flu (H5N1) began to spread 
because of wild bird migrations and the inadequacy of containment of 
domesticated fowl. Prior to this period, the virus was largely confined 
to small poultry holdings in Southeast Asia, although it had occasion- 
ally caused more widespread culling of contaminated flocks. But in 2006 
the potential spread of H5N1 led to increasing speculation about how 
it might mutate and spread between humans. Concerns about pandemic 
influenza energized existing worries about flu vaccine uptake in ordinary 
contexts, and in 2008 ACIP recommended annual vaccination against 
influenza for children six months to eighteen years of age. This change 
was backed up by evidence that children were responsible for spread- 
ing flu to their elders, especially more vulnerable grandparents. Then, in 
2009, there actually was a global outbreak of influenza, the swine flu 
(H1N1) pandemic. The disease was mild for most of those infected, but it 
spread rapidly across the globe. Fears of a repetition of the 1918 Spanish 
flu pandemic led to quick development of a vaccine and then shortages 
through fall 2009 when rollout of the vaccine was slow. From the end of 
2007 through 2009 there was also a shortage of Hib vaccine because of 
bacterial contamination at a Merck manufacturing site. As a result of the 
Hib shortage, rates of Hib vaccination fell sharply as public health au- 
thorities rationed the vaccine for vulnerable infants. In 2010, ACIP finally 
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recommended an annual flu vaccine for all US citizens over six months of 
age, with some exceptions for medical contraindications. That decision 
to expand recommendations for influenza vaccination was made, in part, 
to ensure adequate supply and manufacturing capacity in the event of a 
pandemic occurrence. 

The end of the first decade of the twenty-first century witnessed more 
action on the vaccines and autism connection, even though the IOM’s 
2004 report was supposed to have put that controversy to rest. In 2009 
and 2010, the Omnibus Autism Proceeding declared that there was no 
evidence that thimerosal or MMR causes autism.? The Omnibus Autism 
Proceeding was an action taken by the federal vaccine court (established 
in the 1980s to adjudicate cases of vaccine injury) to consolidate the thou- 
sands of claims being made that thimerosal and/or the MMR vaccine 
caused autism. In 2010, The Lancet formally retracted the 1998 Wakefield 
study, and the Affordable Care Act (ACA; also known as Obamacare) 
was signed into law. The ACA included enhanced provisions for vaccina- 
tion, mandating that vaccines be covered under all health plans. It also re- 
quired, upon implementation, that hospitals report flu vaccination rates of 
their employees; lower rates of vaccination meant lower reimbursements. 

The following year, ACIP recommended that boys ages eleven to twelve 
be vaccinated against HPV. But the stories coming out of the second de- 
cade of the twenty-first century, at least its first five years, were more 
about diseases and outbreaks than vaccines. In 2012, Middle East respira- 
tory syndrome (MERS) emerged in Saudi Arabia. MERS is a coronavirus, 
like SARS. Like SARS, it caused significant concern about spread through 
travel, especially because of the yearly hajj, the annual Islamic pilgrim- 
age to Mecca. In 2014 in the United States, cases of measles spiked up- 
ward of 600 as a result of a very large outbreak in a largely unvaccinated 
Amish community in Ohio. The disease was thought to have been brought 
in by returning missionaries who had been in the Philippines. The same 
year, Ebola virus outbreaks in West Africa caused the deaths of tens of 
thousands, and one death of a traveler to the United States, as well as a 
few cases among medical personnel treating Ebola patients in the United 
States. 

And at the end of 2014, a measles outbreak began at Disneyland, in 
California. In 2015, over 100 cases across the country were linked to this 
outbreak, which caused a flurry of inflammatory reporting and attacks 
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on nonvaccinating parents.” The total number of measles cases in 2015 
was 189, however, matching almost exactly the number in 2013 (187). 
Yet as a direct effect of the outbreak, California ended its personal belief 
and religious exemptions for vaccination, which were historically quite 
flexible, with a law signed in June 2015 to take effect the following year. 
Finally, in 2016 dramatic increases in rates of microcephaly in infants 
in Brazil and other South American countries suggested that Zika virus 
infection in pregnant women was dangerous to developing fetuses. The 
only existing public health efforts to be marginally effective in prevent- 
ing Zika infection were standard antimosquito actions (use insect repel- 
lant, stay inside during peak mosquito hours, wear protective clothing). 
Predictably, developing a Zika vaccine quickly became a focus of public 
health activity in the United States, as did killing mosquito populations 
with insecticides. 


Reporting and the Problem of Parental Belief 


While stories of infectious disease dominated the news in 2010-2015, vac- 
cination controversy itself became an inflammatory focus of reporting, as 
documented in the next chapter. One of the things that accompanied in- 
flammatory reporting on vaccination was an increasing focus on volun- 
tary nonvaccination. That is, reporting tended to focus on the vaccine 
debate itself, and when outbreaks of infectious viral disease occurred, vol- 
untary nonvaccinators tended to be mentioned as a primary cause. Thus, 
as the twenty-first century unfolded, outbreaks of infectious disease— 
SARS, H5N1 influenza, H1N1 influenza, MERS, Ebola virus, measles, 
and Zika—caused significant concern, as did voluntary nonvaccination. 
The juxtaposition of these trends—the increasing emergence of infectious 
disease and some people's beliefs that vaccines are dangerous—underlines 
the double nature of public concern throughout this whole period, in 
which vaccinology advanced significantly and vaccines were developed, 
approved, and recommended at a swift pace, while concerns about vacci- 
nation also increased. In a context in which there is a heightened concern 
about emerging infectious diseases and the dangers of a globalized world 
in spreading them, the fact that some people repudiate vaccines becomes 
a significant focus of public health concern. 
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In this way, belief, and parental belief in particular, seemed to be the 
cause of infectious disease spread, and the supposed vaccination crisis be- 
came a crisis of belief rather than, for example, a problem of logistical 
barriers or financial barriers (although it continues to be both for some 
families). While the overall rate of complete nonvaccination of children 
remains extremely low (less than 1 percent of the population), there is a 
perception that nonvaccination is a significant and widespread threat.” 
Because there were so many professional attestations to the safety of 
vaccines—the 2004 IOM report on autism, thimerosal, and MMR; the 
retraction of the 1998 Lancet article by Wakefield and colleagues; the 
findings of the 2009 Omnibus Autism Proceeding, for example—beliefs 
against vaccination were easily presented as irrational and the result of the 
improper public influence of celebrities, fake science, experts who were 
really charlatans, or just the Internet. Thus, despite the fact that concerns 
about vaccines and their potential dangers have dogged vaccinology for 
over a century, the persistence of such concerns today contributes to the 
sense of a new crisis, especially as reporting on emerging infectious disease 
unsettles peoples’ equanimity in a globalized world. 

In Vaccine Nation, Elena Conis discusses the role of the media in 
shaping public perception of vaccination in the 1990s and 2000s. She 
focuses on the primacy of the MMR-autism connection in media stories 
about vaccination after 2000, showing that, over the course of a decade 
or more, the media simplified a complex vaccination controversy into a 
single and simple story: “the misinformed, irrational, vaccine-fearing par- 
ent." Across multiple domains—in medical research, in news reporting, 
on Facebook, in popular nonfiction—the same imago of the fearful and 
irrational vaccine-refusing parent was held up as the main challenge to 
national immunity. Indeed, the *misinformed, irrational, vaccine-fearing 
parent" is a topos in the classic rhetorical sense, a place or topic from 
which one can make an argument. The argument that tends to be made 
from this topos is that the primary problem with vaccine skepticism is 
belief. 

The idea that belief is the primary problem has significant conse- 
quences. If the problem with low vaccination rates or clusters of children 
exempted from mandatory vaccination is belief, specifically wrong beliefs, 
then the solution is to change those beliefs through education. Yet studies 
have shown that this kind of public health intervention—the attempt to 
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change the views of firm vaccine refusers, especially through correction 
with scientifically approved information—is not successful.”° There are a 
number of theories as to why this is the case, although many of these seem 
to further entrench the idea that vaccine skeptics are irrational (such as the 
idea that they cling to psychologically self-reinforcing ideas that bolster 
their identities, as if other folk, like scientists, do not do the same thing). 
As I will show later in the book, vaccination resistance is often labeled de- 
nialist and likened to climate change skepticism or refutations of the fact 
that HIV causes AIDS. That argument portrays vaccine skeptics as people 
who purposefully ignore or repudiate good scientific evidence for no evi- 
dent reason other than ignorance, prejudice, or self-interest. Indeed, some 
have argued that vaccine skeptics seem immune to convincing scientific 
arguments about the value of vaccination. 

To make the argument that vaccine skepticism is a problem of belief 
and not, for instance, a problem of public health policy and practice, con- 
cerns about government overreach, fears about corruption in medical re- 
search and the development of pharmaceuticals, or the result of actual 
bad experiences with vaccination, these other possible ways of framing 
vaccination concerns have to be discounted or obscured. News reporting 
is one context in which the public’s views are framed and interpreted; 
thus, it is a primary venue for the assessment of what a particular trend 
means, what its basis is, and how it should be understood broadly. In ad- 
dition, representations of vaccination controversy affect the way we think 
about it and shape our responses to disease outbreaks. As published de- 
bates about vaccination became more and more focused on the problem 
of the nonvaccinating parent and the threat of the unvaccinated child, they 
left behind other concerns that preoccupied parents and others in previous 
decades. This newer media focus reveals how the beliefs of nonvaccinating 
parents were targeted as a primary problem of national health. In the pro- 
cess, the reporting contributed to the controversy rather than ameliorating 
or really explaining it. Because of these trends, reporting on vaccination 
has done and continues to do a disservice to the American public. 


I have presented this history in order to show the complex context in which 
vaccine skepticism has emerged as a forceful public controversy in the 
United States. Rather than demonstrating a historical narrowing of pub- 
lic interest in the vaccine-autism controversy, this overview demonstrates 
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the numerous vaccine- or virus-related events that focused national and 
international attention on disparities in vaccination availability, risks of 
emerging infectious diseases, public health readiness, possible adverse 
health consequences of vaccines for soldiers and others, biosecurity con- 
cerns, and emerging infectious diseases, among other issues. It is a story 
of varying and potentially clashing concerns about diseases and methods 
of preventing them. It is also a story that enfolds increasing reliance on 
vaccination as a primary public health strategy—made evident in the de- 
velopment of new vaccines and their recommendation by federal advi- 
sory boards and agencies—with concerns about vaccination that continue 
to be voiced and coalesce around particular vaccines and their perceived 
dangers.” 

The changes that occurred across more than three decades of reporting 
on vaccination suggest that the problem of parental belief emerged only 
when other concerns about vaccination were stripped of their authority 
or believability, or simply stopped being reported on. News reporting on 
vaccination has not always portrayed nonvaccinating parents as danger- 
ous to their children, and reporters took up various topics concerning 
vaccination before the current focus on vaccine skepticism itself. When 
misinformed parents became the target of vaccine promoters, represen- 
tations of parental concerns were narrowed significantly. The typical 
vaccine-skeptical parent was described as white, middle class, and edu- 
cated. Other kinds of parents who might have concerns that do not reg- 
ister publicly because they lack the resources to maneuver through the 
exemption mechanism in their state, or because they are afraid that any 
parental behavior outside of public health norms might alert child protec- 
tive services, were not represented. Indeed, while current stereotypes and 
most reporting imply that wealthy educated parents are most likely to 
voluntarily forgo vaccination for their children, a 2015 Pew study shows 
that parents with college degrees are more likely to see the MMR vaccine 
as safe (92 percent) than parents with only a high school degree or less 
education (77 percent).?? Data like this suggest that there is inadequate 
reporting on parental concerns about vaccines. Concerns about vaccina- 
tions required by the military, which continue to this day, challenge the 
view of vaccine opponents as comprised almost entirely of misinformed 
parents. And the Internet, heralded in other contexts as an advance that 
democratizes knowledge and makes specialty expertise broadly available, 
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comes under criticism for directing gullible parents to misinformation and 
deceptive science about vaccination. 

The next chapter takes this history and interprets news reporting about 
it. While conducting this research, it became apparent to my undergradu- 
ate researchers that in order to keep track of the news reporting and its 
increasingly inflammatory tone we needed a better fix on the sequence of 
events and concerns—thus, we created the timeline on which this chapter 
is based. But turning the timeline into a narrative has taught me some- 
thing that I hadn’t considered before—that the juxtaposition of concerns 
reveals an oscillation that is, in some ways, the significant story. Worries 
about vaccine risks and the continual increase in acceptance of vaccines 
occurred in tandem; advances in vaccinology are evident at the same time 
that people are skeptical about rapidly developed vaccines or attempts by 
pharmaceutical companies to have their products mandated by state gov- 
ernments. Heightened concerns about emerging infectious diseases were 
reported on at the same time that nonvaccinating parents became a focus 
of attention. Because of the simultaneity of concerns and medical develop- 
ments, the perceived acceleration of worries that fuel vaccination contro- 
versy is really a kind of slow boil of existing and developing trends. What 
has made vaccine skepticism jump to the forefront of public conscious- 
ness, however, is the way it is reported on in both old and new media, and 
the increasingly inflammatory tone in which concerns about vaccination 
are addressed. The next chapter comments on how and when the report- 
ing became more highly charged, and speculates about specific instances 
in the history just presented that allowed that to happen. 


IMMUNE TO REASON 


Earlier this month, a bill surfaced in the New York State Legislature 
proposing that parents be permitted to reject vaccinations for their 
children simply because they opposed them philosophically, as one 
might oppose Oreos or the Disney Channel. The bill had emerged 

before and gone nowhere; in the unlikely event that it was enacted, it 

would give parents even greater leeway to reject science for children 
who were ostensibly in school to gain an understanding of it. 


On this occasion, the timing was especially bizarre, given the recent 
measles outbreak tied to Disneyland and the renewed fury it has 
brought to vaccine resistance. It was as if a plane had again crash- 
landed in the Hudson River and lawmakers seized the moment to 
spare airlines the expense of inflatable rafts. 


NEW York TIMES, FEBRUARY 13, 2015 


With these two paragraphs, the “Big City" columnist Ginia Bella- 
fante begins an article about vaccination skepticism and legal attempts 
to broaden exemption laws in New York State.! I read this piece as my 
research team and I were covering the Disney measles outbreak that began 
in late December 2014. We had been tracking the outbreak, as well as the 
reporting on vaccine exemptions in the Los Angeles school district during 
fall 2014. This article struck me as unusual for the New York Times, in 
that it seemed highly inflammatory. After all, it’s not every day that, in 
the space of two paragraphs, a journalist likens philosophical commit- 
ments to an opposition to cookies or television, makes a snide comment 
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about the irony of parental rejection of science, and uses the example of 
an airplane crash-landing in the Hudson to bring home the notion that 
vaccine resistant parents are kooks who would prefer evident danger to 
proven precautionary measures. This article made me wonder: when had 
such reporting started? And what were the precipitating causes, if there 
were any? I asked two undergraduate students working with me that se- 
mester to explore the tone of reporting on vaccination controversy from 
the 1980s to the present day. 

My students, Kate Buss and Travertine Orndorff, found a subtle but 
decided increase in highly charged reporting on vaccination since 2000, 
and especially since 2005. Before then, there was little reporting in main- 
stream venues that blamed parents for not vaccinating their children or 
sought to disparage those who did not vaccinate. There was very little 
that used the belittling language or florid examples evident in the excerpt 
above. There was reporting on parent vaccine watchdog groups that was 
respectful about parental concerns about vaccination risks, and report- 
ing on vaccines covered a variety of topics: reporting in general was not 
confined to disparaging parental beliefs or the idea that vaccines caused 
autism. Indeed, Travertine found that, in Mother Jones, reporting on vac- 
cination in the 1990s tended to be very sympathetic to parental concerns 
about contaminants. It was only around the middle of the first decade of 
the twenty-first century that reporting shifted in that magazine, as well as 
others, to be predominantly against vaccine skepticism and to be decid- 
edly inflammatory in its tone. 

By 2014 and 2015, inflammatory reporting about vaccine skepticism 
was common. The Los Angeles Times and the Hollywood Reporter pub- 
lished a series of articles in September 2014 claiming that the rates of 
personal belief exemption from vaccination in some Los Angeles schools 
were similar to rates of nonvaccination in poor countries like Chad and 
South Sudan.” The implication, of course, is that wealthy white Angele- 
nos should know better than to act like impoverished black Africans. The 
stories were picked up in Slate and the Atlantic? Such reporting primed 
readers to respond with alarm to the measles outbreak that began in late 
December 2014 in Disneyland. Stories in the Los Angeles Times were 
particularly charged, even though national numbers for measles for the 
entirety of 2015 were similar to those in 2013, meaning that the Disney 
outbreak was part of a relatively typical year for measles cases in the 
United States. 
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This chapter addresses reporting and public commentary on vaccina- 
tion and vaccine skeptics, examining how a particular view of so-called 
antivaxxers is created, one that implies their irrationality, lack of scientific 
literacy, and unwillingness to act as responsible citizens. Popular books 
written by vaccine proponents frame vaccination skepticism as fear-based 
and self-centered. Vaccine proponents also often target the media as in- 
creasing coverage of and legitimating vaccine skeptics’ views, casting the 
media as a primary cause of vaccination concern itself. Our research shows 
that news media, at least since around 2005, has increasingly focused on 
vaccination controversy, specifically parental concerns about autism and 
vaccines, and that its reporting has become increasingly hyperbolic and 
inflammatory. But it wasn’t always this way—since the 1980s, various 
concerns about vaccination have surfaced across national media, and it ap- 
pears that only recently has there been a consensus about the irrationality 
of vaccine fears. In examining how these views are created and sustained 
in news reporting, we can understand how certain ideas—for example, 
that vaccine skeptics are scientifically illiterate—become truisms, and, in 
the current climate, memes that are shared across social media platforms 
without comment or thoughtful reflection. 


How Reporting Became Inflammatory 


Studying the news is an academic field unto itself, and the discussion 
here does not constitute an exhaustive analysis. I use a selective investi- 
gation of a few mainstream and progressive publications to explore how 
the topics covered and tone of news reporting on vaccination and vac- 
cination controversy changed from the 1980s to the present. Most of 
the primary analysis discussed here was developed by undergraduate re- 
searchers Kate Buss and Travertine Orndorff in the Vaccination Research 
Group during spring 2015.‘ To amplify their work on Time magazine, the 
New York Times, and Mother Jones, I searched past articles from Slate 
and Salon, two Internet-only magazines. Obviously, neither of these lat- 
ter sources provided content from the 1980s, when the Internet did not 
exist. Both Slate and Salon published broadly on vaccination issues and 
controversy, becoming progressively more assertive against vaccine skep- 
ticism after 2005.° 
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Chapter 1 offered a narrative chronology of events and issues con- 
cerning vaccination and infectious disease during this period. That narra- 
tive was created by examining news reporting as well as consulting other 
sources. As I showed there, reporting revealed a rich mixture of trium- 
phant scientific discovery, ongoing concerns about safety, pandemic or 
emerging disease preparedness, parental fears and convictions, bioterror- 
ist threats (both real and imagined), legal claims about injury, narratives 
about vaccine dangers, ethically questionable vaccine trials or infectious 
disease experiments, and lengthy considerations of the meaning of sci- 
entific evidence. Until recently, the tone of most reporting was neutral, 
although more emotional and politically charged language did surface at 
key moments. Since 2005 and especially after 2010, the tone of online 
publications in particular became notably inflammatory, although the 
New York Times article with which I started this chapter shows that even 
traditional news outlets display hyperbolic prose in reporting on vaccina- 
tion controversy. 

Reporting in Time and the New York Times in the 1980s focused pri- 
marily on low vaccination rates, measles outbreaks, and extending recom- 
mendations for physicians to get the flu vaccine. Especially in New York 
City, efforts to ensure that schoolchildren were vaccinated for the measles 
dominated coverage. Late in the decade a series of measles outbreaks 
dominated news on vaccination, but earlier reporting on Dissatisfied Par- 
ents Together, the group that formed after the airing of DPT: Vaccine 
Roulette in 1982, portrayed parents as well-meaning advocates of vaccine 
safety. The measles outbreaks of 1989-1991 were widespread, and Presi- 
dent George H. W. Bush was attacked for not prioritizing public health 
(immunization programs of the 1970s had lapsed during the Reagan/Bush 
years). President Clinton’s Vaccines for Children program was, in large 
part, a response to low vaccination rates that were thought to have caused 
the 1989-1991 measles outbreaks. Parent blaming emerged in reporting 
after the passage of this program in 1993, although much of that report- 
ing also suggests that many parents faced multiple difficulties getting their 
children vaccinated, so the blame was tempered by sympathy. As immu- 
nization rates rose through the 1990s, though, the mildly inflammatory 
reporting associated with the topic’s overt politicization diminished. 

Vaccine reporting in the mid-1990s focused, in part, on the mysterious 
illness dubbed “Gulf War Syndrome,” a perfect vehicle for the circulation 
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of concerns on the newly emergent Internet. In one of its first issues, Slate 
included an article by Atul Gwande on Gulf War Syndrome.® Among the 
possible culprits for the debilitating symptoms (“Common complaints are 
fatigue, joint pain, headache, difficulty sleeping, diarrhea, or nausea”) 
were the required immunizations received by the troops, including vac- 
cines for anthrax and botulinum toxin. Later in the decade Slate published 
an article about brewing rebellion in the military against required im- 
munizations against anthrax, suggesting that one contributor to the resis- 
tance to the anthrax vaccine was “the availability to soldiers of vaccine 
misinformation on the Internet."" These concerns about required vaccines 
for troops—usually anthrax and smallpox—became more common after 
the terrorist attacks of 2001, when a slew of articles in Slate and a few 
in Salon reported on them, and continued sporadically through 2004.8 
Other coverage in the late 1990s continued to consider possible negative 
reactions to vaccines.? 

In the late 1990s and early 2000s other kinds of conspiratorial stories 
about viruses and vaccines circulated. Critical reviews of Patrick Tierney's 
book Darkness in El Dorado: How Scientists and Journalists Devastated 
the Amazon, published in 2000, appeared in Slate that same year. A num- 
ber of articles were published in fall 2000 about Tierney's argument that 
anthropologist Napoleon Chagnon, along with physician James Neel, 
purposefully infected Yanomami Indians in the Amazon with measles.!? 
This coverage, along with news about Edward Hooper's 1999 polemic 
The River, which argued that a 1950s polio vaccine trial in the Congo 
was the origin of AIDS, expressed concerns about inadequate virus atten- 
uation in live-virus vaccines, contamination of vaccines with other species' 
DNA, and scientific and pharmaceutical misconduct in general.!! 

Tierney's and Hooper's books, both of which feature stories about 
prominent vaccines that made people ill rather than protecting health, 
emerged the year before the September 11 attacks in 2001. In the im- 
mediate aftermath of 9/11, bioterrorism claimed a lot of media attention. 
Concerns about vaccine availability in the event of an attack and possible 
adverse events associated with vaccination show up simultaneously, per- 
haps feeding worries that scientists were not really in control of the infec- 
tious agents used in vaccines or the process of testing their safety. But the 
primary importance of the September 11 attacks to a changed tone in re- 
porting on vaccination has to do with a heightened tone in news reporting 
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in general. The fact that vaccinations were one response to concerns about 
bioterrorism made resistance to those vaccinations seem unpatriotic and 
ill informed, leading to hyperbolic language: “Today the case for manda- 
tory vaccination is even stronger. This is war. We need to respond as in 
war.... And the government’s highest calling is to protect society—a call- 
ing even higher than protecting individuals.” 1 

The first decade in the new century brought a variety of concerns about 
emerging infectious diseases and vaccine availability. In 2003, along with 
continuing controversy about requiring American troops to be vacci- 
nated against anthrax (coinciding with the war in Iraq, Operation Desert 
Freedom), severe acute respiratory syndrome, or SARS, caused a spike 
in concern about vaccine development and availability in the context of 
emerging infectious diseases. SARS also demonstrated how quickly an 
infectious disease can hop from country to country by air travel, as an 
outbreak occurred in Toronto because of a sick air passenger, even though 
SARS emerged first in China and most cases were located there. During 
that year and the next, Slate also reported on flu vaccine shortages. Mid- 
decade there were a number of articles about avian flu and the prospect 
of a vaccine. There was a perceived threat of a global pandemic if HSN1, 
the avian flu virus that previously spread only from fowl to humans and 
not very successfully, mutated so that it could pass between humans and, 
especially, in airborne droplets. Also, at mid-decade an article in Slate 
(“A Shot in the Dark,” a very popular title for articles about vaccinations, 
particularly critical ones’) criticized the 1996 varicella (chicken pox) vac- 
cine for being unnecessary and expensive in a society with limited funds 
for children’s health. 

Thus, coverage of vaccination in Slate, Time, and the New York 
Times—and the controversies it elicited—was varied at mid-decade, al- 
though it was during this period that the tone and focus of the cover- 
age began to shift, albeit unevenly across the publication venues I am 
considering here.!* Concerns about vaccines (chicken pox, anthrax) were 
reported on at the same time that concerns about shortages of other 
vaccines (flu) received attention, and emerging infectious diseases were 
highlighted." In 2005 the science writer Arthur Allen began reporting on 
vaccination for Slate—a prominent promoter of vaccination, he later pub- 
lished a book, Vaccine: The Controversial Story of Medicine’s Greatest 
Lifesaver (2007)—and played a significant role in Slate's developing trend 
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of arguing against vaccine skeptics and for the value of vaccination. In- 
deed, gradually, from around 2004 through to the present, most reporting 
on vaccination in these publications coalesced around vaccination contro- 
versy itself, including the claim that science had answered questions about 
vaccine risks. In this way, vaccination controversy became the problem of 
voluntary nonvaccination. In tandem with this trend, reporting became 
significantly more inflammatory. Jenny McCarthy, often referred to as 
“the former Playboy model,” although she was also an actress, comedian, 
and talk show host, emerged as a prominent vaccine safety advocate and 
promulgater of the theory that vaccines can cause autism. She became a 
common, if not frequent, target.'® 

Thimerosal and possible links between the MMR vaccine and autism 
were slow to become predominant themes in news reporting in the 2000s. 
Reporting on thimerosal’s possible dangers was initially taken quite seri- 
ously. Most reporting venues treated concerns about thimerosal in the late 
1990s as if they had merit, probably because the FDA initiated a study on 
levels of mercury in vaccines. Additionally, the FDA’s subsequent decision 
to remove thimerosal from single-vial vaccines in the United States by 
2002 seemed both to address and to validate concerns about the ethylmer- 
cury preservative. Arthur Allen’s first article for Slate in 2005 concerned 
thimerosal, and while he attacked both Robert F. Kennedy Jr. and David 
Kirby (the author of Evidence of Harm, a 2005 book that claims thi- 
merosal in vaccines may cause autism), Allen also wrote positively about 
SafeMinds, a group that later came under withering criticism for its con- 
tinued support for the thimerosal-autism connection." After thimerosal’s 
proposed ties to autism were discredited in 2004 (IOM report) and again 
in 2009 (Omnibus Autism Proceeding), claims about heavy metal con- 
taminants in vaccines drew increasingly charged rhetoric in news report- 
ing. Similarly, the Wakefield article published in The Lancet in 1998 did 
not seem to affect reporting much until after 2004 and the release of the 
IOM report that discredited links between MMR and autism. After 2005, 
reporting focused increasingly on the problems with Wakefield’s article. 
Its eventual retraction in 2010 made the news seemingly everywhere.!? 

In Slate after 2007, all of the reporting is vehemently opposed to vac- 
cine skepticism; Mother Jones followed a similar trajectory. In 2002 
Mother Jones published an article skeptical of the need for required an- 
thrax and smallpox vaccinations for the military in the post-9/11 era, and 
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in 2004 published an article sympathetic to concerns about thimerosal in 
vaccines.!? After 2007, however, all Mother Jones’s articles on vaccina- 
tion focused on vaccine controversy itself and promulgated inflammatory 
arguments against vaccine skeptics. Salon had a similar conversion, but it 
occurred later in the decade. It published two prominent vaccine-skeptical 
articles in 2005: Kennedy’s “Deadly Immunity,” about the dangers of thi- 
merosal, which was published concurrently in print in Rolling Stone, and 
“The World Just Fell Out from Under Me,” by a mother whose child had 
Asperger’s syndrome, which she blamed on thimerosal in vaccines.” Not 
until later did Salon shift consistently to reporting that criticized vaccine 
skepticism. 

Kennedy’s “Deadly Immunity” is an interesting piece in the context of 
increasingly charged rhetoric about vaccination concerns. In it, he makes 
a series of damning allegations against the CDC and the physicians, scien- 
tists, and pharmaceutical company employees who attended the Simpson- 
wood conference in 2000, largely for covering up known concerns about 
thimerosal and its neurotoxic effects on developing brains. He repeatedly 
uses terms like “laced” to describe the thimerosal in vaccines. Written as 
an exposé, the article claims that the government and the scientists at the 
meeting tried to bury clear evidence that thimerosal “appeared to be re- 
sponsible for a dramatic increase in autism and a host of other neurologi- 
cal disorders among children."?! He also accuses the writers of the 2004 
IOM report of doing the government’s bidding by determining that there 
was no evident link between vaccines or thimerosal and autism. Kennedy’s 
article, in other words, is a full-on assault against government science and 
the drug industry. 

The science writer Seth Mnookin, among others, disputes Kennedy’s 
claims, arguing in The Panic Virus that Kennedy both distorts the exist- 
ing public record and misunderstands what can be proved with scientific 
research. But what is important to my discussion here is how Kennedy’s 
article serves as an example of an increasingly inflammatory debate. Using 
his experience as an environmental activist and lawyer, Kennedy accuses 
top public health officials in the United States and the world of trying to 
hide evidence of harm. As a result, his article becomes an emblem of vac- 
cine skeptics’ refusal to accommodate the facts as they are understood by 
vaccine supporters. It is this kind of article that people like Seth Mnookin 
and Paul Offit are referring to when they claim that “the media” have 
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inflamed vaccination controversy.? (More on this in chapter 3.) But Sa- 
lon's later shift to reporting against vaccine skepticism, and its eventual 
removal of the article from its website, attest to the changing headwinds 
of the debate. *Deadly Immunity" expresses a core set of beliefs charac- 
teristic of some radical vaccine skeptics—that the government is hiding 
data that demonstrate the dangers of metals used as preservatives or ad- 
juvants in vaccines, that pharmaceutical companies and the government 
are too cozy with one another to ensure vaccine safety, and that seemingly 
independent scientific organizations cannot be trusted to conduct ethically 
valid research. It also provides an easy target for criticism from the other 
side, with its seemingly slipshod use of selective quotation and its consis- 
tent use of correlative statistics to strongly (and, from the perspective of 
scientists, wrongly) imply cause and effect. For many people, the inflam- 
matory elements in the debate are exemplified by articles like *Deadly 
Immunity," rather than in the more routine castigation of vaccine skeptics 
that became more and more common after its publication. 

In retrospect, and despite the importance of *Deadly Immunity," three 
other events that occurred between 2004 and 2009 appear to have moti- 
vated inflammatory reporting focused increasingly on vaccination contro- 
versy itself: the 2004 IOM report, the 2006 rollout of Gardasil (the HPV 
vaccine), and the 2009 Omnibus Autism Proceeding judgment finding 
no connection between thimerosal and autism or between MMR vaccine 
and autism.” Once the Immunization Safety Committee of the IOM had 
published its report (2004), the culture wars concerning the HPV vaccine 
began (2006), and the vaccine court rendered its verdict (2009), the focus 
of articles on vaccination invariably concerned, at some level, vaccination 
controversy and the problem of vaccine refusal. It was no longer possible 
to represent voluntary nonvaccination as a rational behavior, at least in 
the context of reporting in Slate and Salon, as well as in Motber Jones. 
Even mainstream reporting venues like Time and the New York Times 
were using highly charged language and portraying voluntary nonvaccina- 
tors as ridiculous, as the quotation that began this chapter demonstrates. 
Thus, reporting on vaccination became reporting on vaccine refusers and 
the dangers that they pose to the nation as a whole.” 

Why were these events so important to changes in reporting tone? 
When the Immunization Safety Committee of the IOM published its re- 
view of the science concerning autism and MMR, as well as autism and 
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thimerosal, discounting any link that would hold vaccines responsible for 
rising rates of autism, it seems to have fueled a change in sympathy for 
those who continued to claim that vaccines cause autism. It was as if “sci- 
ence had spoken,” even if activists like Robert F. Kennedy Jr. didn’t believe 
it. Then, in 2009, the vaccine court confirmed the IOM report in its ver- 
dict. The year following the Omnibus Autism Proceeding, 2010, Britain’s 
General Medical Council found Andrew Wakefield to have engaged in 
unprofessional conduct, and a month later The Lancet retracted the 1998 
article. He subsequently lost his license to practice medicine in the United 
Kingdom. 

In between, in 2006, the HPV vaccine Gardasil was approved for use 
by the FDA. Two of the strains that the vaccine protected against cause 
70 percent of cervical cancers in women. The strains also cause cancers of 
the anus and throat as well as genital warts in both sexes. Nevertheless, 
the vaccine was initially and rather aggressively marketed solely as a vac- 
cine for women against cervical cancer. The CDC's Advisory Committee 
on Immunization Practices (ACIP) recommended Gardasil for girls ages 
eleven to sixteen. Both Slate and Salon published extensively on the Garda- 
sil rollout and the subsequent cultural controversy that positioned vaccine 
advocates against those members of the religious right who believed that 
it would promote promiscuity. Motber Jones published three articles on 
this topic alone in 2007.75 The New York Times and Time magazine also 
covered the Gardasil rollout and the controversy that ensued. In the New 
York Times, articles both for and against the vaccine appeared, with phy- 
sicians lining up on both sides of the debate. Concerns ranged from cost to 
uncertainty about the vaccine's safety and effectiveness to the all-important 
question of whether a vaccine against a sexually transmitted disease 
would encourage girls to be sexually active. In state legislatures, there 
were extensive discussions about making Gardasil part of the list of vac- 
cines required for school entry, a measure that would have reduced costs 
to families (because then the vaccine would have been included in the 
Vaccines for Children program) but that also enraged social conservatives. 

Because the HPV vaccine debate became entangled in culture wars 
concerning girls’ sexual behavior, reporting language became increasingly 
inflammatory, although for the most part the New York Times remained 
neutral in its coverage. But criticism of vaccine skeptics became more 
common and more florid across the other publication sites, especially 
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after the 2009 judgment in the Omnibus Autism Proceeding against the 
alleged connection between thimerosal and/or MMR vaccine and autism. 
That ruling came in the middle of a serious set of concerns about Gardasil 
safety, which had motivated the CDC to conduct a study confirming that 
the vaccine was not causing adverse events beyond mild discomfort and 
a rash of fainting by preteen and teenage girls. That study was pub- 
lished in August 2009, in the middle of the most recent swine flu outbreak, 
which became another focus of vaccine concerns. 

In spring 2009 H1N1 (swine) flu emerged in the southwestern United 
States and Mexico and quickly became pandemic, although the illness 
itself was generally mild (with some notable exceptions, such as in preg- 
nant women). The development of a vaccine and its quick dissemination 
in early fall raised concerns about safety and efficacy, and then, predict- 
ably, there was a shortage of the vaccine, which caused its own kind of 
panic. The H1N1 pandemic came a year after the broadening of recom- 
mendations for seasonal flu vaccines to all children, and a year before 
the further enlargement of that recommendation to all citizens over the 
age of six months. At this point, increasingly inflammatory language and 
attitudes became common in articles about vaccine skeptics in both Slate 
and Salon, especially in Salon during the 2015 Disney measles outbreak. 
In Slate, vaccine skepticism was linked to anti-GMO activism in a 2015 
article, presenting both to be antiscience and evidence of widespread sci- 
ence denial.” At this point, all instances of vaccination concern seem to be 
perceived as opportunities to comment on voluntary nonvaccinators and 
their troublesome decisions. 


Vaccination controversy initially developed in a context that was not 
simply focused on fears about autism, although that is how the discus- 
sion is often framed now. My analysis confirms Elena Conis’s conclusion 
that concerns other than autism have simply been left aside in the way 
that vaccination is treated in the media now. She reports that the vaccine- 
autism story became increasingly frequent in the media as the twenty-first 
century progressed: “U.S. newspapers mentioned the link four hundred 
times in 2001 and more than three thousand times in 2009. And there 
were five times the number of evening news stories on the link in 2010 
than there had been in 2001.”?? Most important in my view is the signif- 
icant earlier reporting trend that challenged scientists about their ethics, 


Immune to Reason 47 


reliability, and results, a reporting trend that simply dropped out of the 
publishing mix at a certain point. The concerns about shortages, soldiers, 
and various side effects also fell away, so that parental concerns about 
childhood autism appear to dominate the public sphere and are targeted 
as the primary reasons why vaccine skeptics don’t vaccinate their children, 
as well as the primary problem with respect to vaccination in the coun- 
try as a whole. 

There is some evidence that the rise of social media on the Internet has 
affected reporting styles, as venerable news sources like the New York 
Times rely on website visitors to stay relevant. The advent of Twitter and 
Facebook as news sources influences the way that news is reported else- 
where. Most significant for my argument, however, are three of the issues 
that are evident even in the mainstream, and more neutral, news reporting 
venues—coverage of bioterrorism and measures to combat it, the debunk- 
ing of proposed links between the MMR vaccine and autism and between 
thimerosal and autism, and the rollout of an HPV vaccine. These trends 
emphatically linked mandatory vaccination to national security, vilifying 
those who challenged that claim or expressed worry about side effects or 
adverse events. They also characterized anyone concerned about vaccine 
safety and unknown vaccine risks as scientifically illiterate and provided 
a context in which conservative opponents of a so-called cancer vaccine 
could be ridiculed publicly, even though most attempts to mandate the 
HPV vaccine for school entry failed. Taken together, these were game- 
changing trends in reporting on vaccination skepticism. 

Changes in news reporting create as well as reflect changes in public 
perception. When parents express concerns about the ingredients in vac- 
cines or worry about how many vaccines their children receive at single 
well-child visits to the doctor, authorities often respond that “science” 
has rendered their concerns moot. The analysis provided in this chapter 
suggests that the narrowing of vaccination concern to the issue of autism 
causation does not necessarily reflect the range of vaccination worries in 
the United States. Some of the most contentious issues that emerged in 
the HPV vaccine debate concerned whether the government should man- 
date a vaccine for a disease that is sexually transmitted. That is, if an 
illness is not communicable through casual contact, and thus not likely 
to be spread easily in a school, is it appropriate to require the vaccine 
against it as a criterion for school entry? The classic reason that vaccines 
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have been required for school entry is that the school itself threatens chil- 
dren because of the required close physical proximity, and, consequently, 
they need to be protected from each other. But if a specific and intimate 
behavior—like sex—is necessary to spread the disease, is it appropriate 
to require the vaccine for everyone? The hepatitis B vaccine rehearsed 
this question in the 1990s, and vaccine promoters won that battle.?? But 
with Gardasil, the situation ended differently, with only Virginia, Rhode 
Island, and the District of Columbia requiring the vaccine for middle- 
school girls.?! Because the vaccine was labeled the cancer vaccine, though, 
and because the objection to the vaccine came largely from the religious 
right, reporting portrayed these issues as typical culture war problems that 
conservatives have with teenage sexuality, not concerns about the reach of 
the government on the bodies of citizens. 


WHOM Do You TRUST? 


This chapter and the next look at nonfiction books on vaccination 
skepticism that are written for the general public. The authors of these 
books consistently portray vaccine-hesitant parents as easily manipulated, 
although the books differ in their arguments about how and why antivac- 
cinationists gain influence over them. In all, the question of whom to trust 
and how to trust are paramount, demonstrating that vaccination contro- 
versy funnels more widespread concerns about citizen faith in modern 
governments and medical science. I start with two provaccine jeremiads, 
Dr. Paul Offit’s Deadly Choices: How the Anti-vaccine Movement Threat- 
ens Us All and Seth Mnookin’s The Panic Virus: A True Story of Medicine, 
Science, and Fear, the first released right at the end of 2010 and the other 
early in 2011. Published to significant media attention, they both fed on 
and contributed to shifts in tone in vaccination reporting that were exam- 
ined in chapter 2. 

Reading these books, one would think that media reporting on vacci- 
nation controversy was tipped in favor of vaccine skeptics and that, as a 
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consequence, the media were poisoning the minds of mainstream American 
parents with misinformation about the dangers of vaccines. Yet seven years 
past their publication dates, it is clear that much has changed about report- 
ing on vaccination controversy. For example, in the wake of the Disney 
measles outbreak in late December 2014, the media have been engaged in a 
persistent argument against nonvaccinating parents. Almost all news report- 
ing on the Disney outbreak emphasized the need to vaccinate and blamed 
voluntary nonvaccination for causing lowered herd immunity in areas beset 
by the outbreak. Opinion pieces, such as Frank Bruni’s op-ed article in the 
New York Times entitled “The Vaccine Lunacy: Disneyland, Measles, and 
Madness” and other articles like the one by Ginia Bellafante quoted at the 
start of the previous chapter, have been particularly charged.! My local 
paper, the Roanoke Times, ran an article speaking specifically to concerns 
raised during the Disney outbreak, in which mothers defended their right 
not to vaccinate their children and complained about their portrayals in 
mainstream media: “Critics question their intelligence, their parenting, even 
their sanity. Some have been called criminals for foregoing shots for their 
children that are overwhelmingly shown to be safe and effective."? 

The reporting on vaccine hesitancy that Offit and Mnookin target has 
changed since the publication of their books in 2011. Indeed, their books 
helped to change it, finding fault with nonvaccinating parents for believ- 
ing wrong information and endangering others and blaming the media for 
promoting these views to others. Offit and Mnookin are not the only vac- 
cination proponents who make arguments about the gullibility of vaccine- 
skeptical parents and the reasons why they are swayed by antivaccine 
sentiments, but they are perhaps the most prominent. Their books provide 
a glimpse into the frustrations of mainstream vaccine promoters. 

Already in 2011, reviewers expressed surprise that the public needed 
more information about why vaccines are important. Abigail Zuger, MD, 
asked, in the first sentence of her New York Times review of The Panic 
Virus, *Does the reading public really need yet one more rundown of 
the repeatedly debunked claims linking childhood vaccinations and au- 
tism?" Her answer, after reading the complete book, is a resounding yes. 
Mnookin, she writes, 


really hits his stride when he turns to the social history of autism advocacy; 
his section on the actress Jenny McCarthy is a tour de force. To promote her 


Whom Do You Trust? 51 


2007 book describing the purported vaccine-induced autism of her young 
son and his subsequent cure, Ms. McCarthy staged a media blitz, a medical 
tent show writ large. Blond and charismatic, she waved away science, en- 
ergized the people who wanted to believe her message . . . and managed to 
do quite nicely for herself as well, netting a deal with Oprah Winfrey's pro- 
duction company.? 


Of course, both Mnookin and Offit also profited from their books’ pop- 
ularity. Publication of these books transformed Mnookin's career from 
more general investigative reporting to a focus on science writing—The 
Panic Virus was named one of the five best books on health and medicine 
in 2011 by the Wall Street Journal, and he is now a professor and the di- 
rector of the program in science writing at MIT. Offit, who published pre- 
viously on vaccination controversy—most notably in The Cutter Incident, 
about inadequately inactivated polio vaccines that caused thousands of 
cases of polio just after licensure in the mid-1950s—also saw his cultural 
capital increase as a result of the timely publication of Deadly Choices. 
Both Mnookin and Offit were featured, among other notable scholars, 
physicians, and writers, at a 2014 symposium on vaccination at the 
NYU medical school to honor Jonas Salk on what would have been his 
100th birthday, where Offit spoke about his then forthcoming book, Bad 
Faith: When Religious Belief Undermines Modern Medicine. 

In the period directly after the Omnibus Autism Proceeding’s finding 
(in 2009) that neither MMR nor thimerosal contributed to autism, rail- 
ing on vaccine skeptics became predictable in media messaging about the 
perils of nonvaccination. Indeed, when Stephen Colbert interviewed Paul 
Offit on the Colbert Report on January 31, 2011, he did the interview 
relatively straight, without his alter ego’s trademark double dealing.‘ 
I remember that I was actually up late enough to see the show and was 
looking forward to watching Offit squirm. Instead, Colbert soft-pedaled 
questions to him that were easily answered in favor of the official public 
health line on vaccination—indeed, his questions, delivered in Colbert’s 
familiar tone, were clearly meant to enable Offit to highlight his primary 
arguments, rather than challenge them. 

Quite soon after publication, these two prominent, popular books 
came to exemplify the tone of public debate, and they are heralded within 
the provaccine community as explaining vaccine refusal to the public. 
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Since one purpose of Anti/Vax is to explore how vaccination controversy 
is portrayed and understood by various constituents of the debate, in this 
chapter I examine how a prominent doctor (Offit) and a reporter-turned- 
science writer (Mnookin) see vaccine skepticism emerging from and being 
sustained by the cultural context. In the next chapter, I explore some of 
the same issues with books written by a historian, a sociologist, and an 
essayist. All of these authors understand vaccination controversy through 
the narrow lens characteristic of news reporting after 2005—concerns ar- 
ticulated by parents about the dangers that vaccines pose to their children. 
By following the lead of news reporting, these authors can be accused of 
augmenting the very problem that they seek to explicate and correct. They 
assert that vaccine skepticism is a problem of parental belief rather than 
an articulation of broader public concerns about science, medicine, and 
government intrusion on the bodies of citizens, and in so doing they ce- 
ment that idea in the public sphere and make it seem true. 


Deadly Choices 


With his usual bravado, in Deadly Choices: How the Anti-vaccine Move- 
ment Threatens Us All Dr. Paul A. Offit blames lawyers, media reporting, 
opportunistic parents, and ignorant, disreputable doctors with fueling cur- 
rent vaccination controversy. His book begins with an account of the 1982 
NBC documentary DPT: Vaccine Roulette, which, in his view and that of 
many others, started contemporary vaccination skepticism by claiming 
that the DTP vaccine caused neurological damage in children. At the time, 
the pertussis element of the combination vaccine was a killed whole-cell 
vaccine, with more proteins than any other current vaccine being used. In 
the late 1970s, a study in Britain had indicated one in 100,000 children 
would suffer permanent brain damage from the DTP vaccine. That study, 
Offit avers, was never replicated, and by the late 1980s most researchers 
and public health officials decided that the vaccine did not cause the harms 
identified in the 1970s. After his criticism of DPT: Vaccine Roulette, Offit 
discusses Barbara Loe Fisher and the National Vaccine Information Cen- 
ter (one of the most established vaccine-skeptical organizations, which 
began as Dissatisfied Parents Together in 1982), controversies about sev- 
eral vaccines in the 1990s and 2000s (hepatitis B, Hib, rotavirus, chicken 
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pox, HPV), the MMR-autism connection and its fate in the Omnibus Au- 
tism Proceeding of 2009, historical and contemporary challenges to vac- 
cine mandates, Jenny McCarthy and concerns about thimerosal and other 
metals in vaccines, Dr. Bob Sears and his alternative vaccine schedule, and, 
in a final chapter, the need to trust experts, vaccine proponents, and gov- 
ernment public health officials, despite prominent examples, like former 
NIH head Bernadine Healy, who raised questions about vaccine safety. 
Deadly Choices offers a comprehensive argument against the most visible 
elements of vaccine skepticism in the public domain, ending with an ap- 
peal to shared humanity through herd immunity. 

It is important to mention that Offit covers a number of historical vac- 
cine injuries due to production error—a 1940s yellow fever debacle, in 
which soldiers receiving the vaccine were infected with hepatitis B; a 1929 
tuberculosis vaccine (BCG) error in which ten-day old infants in France 
were injected with live human TB; and the Cutter incident, which oc- 
curred directly after the licensing of the Salk polio vaccine for national 
use in 1955 and during which thousands of Americans were injected with 
improperly prepared vaccine that contained live polio virus. Recounting 
these incidents allows Offit to make his primary argument: “The yellow 
fever, Cutter, and BCG vaccine disasters didn't spur significant anti-vaccine 
activity. . . . In America, people still trusted vaccines; and they trusted 
those who made and recommended them. It would take fear of pertussis 
vaccine to turn the tide; ironic, given that the pertussis vaccine tragedy 
was imagined." That is, he is arguing, when real tragedies happen, no 
one distrusts vaccines; the incidents are recognized as mistakes of over- 
sight or implementation, not science. The argument that follows is clear: 
the current antivaccination movement is based on imaginary injuries. The 
bulk of the text is taken up with demonstrating how fear of vaccines them- 
selves emerged and continues to drive the public controversy.° 

The book is filled with the usual suspects—television reporters who 
distort the truth, doctors who speak outside their areas of specialization, 
lawyers who can smell a retainer from a long way off, celebrities who are 
both manipulative and gullible, and parents who are easily swayed when 
confronted with confusing information or who seek immediate answers to 
unsolved medical conditions like autism. Along the way Offit never minces 
words—suggesting what Barbara Loe Fisher should have been doing if she 
had really been a vaccine safety advocate (like John Salamone, whose son 
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was injured by the oral polio vaccine but who advocated for vaccine safety 
rather than becoming a vaccine skeptic), telling the doctors and lawyers 
who testified in the Omnibus Autism Proceeding what they should have 
done if they had really wanted to help children with autism—but it is at 
times difficult to determine what Offit’s standards are for acceptable rea- 
soning and the truth. He claims to base all of his positions on good science 
and reputable expertise (in one long section, criticizing evidence presented 
at the Omnibus Autism Proceeding by an unqualified doctor and present- 
ing his own preferred expert). 

Yet Offit uses both inflammatory discourse and misleading statistics to 
promote some of his views." For example, the prologue to Deadly Choices 
starts this way: 


There is a war going on out there—a quiet, deadly war. 

On one side are parents. Every week they’re bombarded with stories 
about the dangers of vaccines. . . . Understandably, some parents are back- 
ing away from vaccines; one in ten are choosing not to give one or more vac- 
cines. Some aren't giving any vaccines at all; since 1991 the percentage of 
unvaccinated children has more than doubled. 

On the other side are doctors. Weary of parents who insist on individual- 
ized schedules, scared to send children out of their offices unvaccinated, and 
concerned that their waiting rooms, packed witb unvaccinated children, are 
becoming a dangerous place, they're taking a stand. (ix; emphasis added) 


References to war and the notion that doctors’ waiting rooms are packed 
with children who aren't vaccinated are somewhat exaggerated, although 
one could argue that such language is not out of line in a book trying to 
capture the interest of readers to flip the page. But the statement that *since 
1991 the percentage of unvaccinated children has more than doubled" is 
simply wrong (xv). The CDC's own statistics from the National Immu- 
nization Survey (NIS) show that this statement is incorrect. Offit cites an 
article by Saad B. Omer and colleagues published in the Journal of tbe 
American Medical Association in 2006 as evidence for this claim. How- 
ever, that article investigates the effect of nonmedical exemptions from 
vaccination on the incidence of pertussis, and also the impact of lenient or 
more stringent mechanisms for obtaining exemptions on exemption rates 
by state. Thus, the figures used in the article by Omer and colleagues are 
not rates of vaccination, but rates of vaccination exemption, which are 
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not the same. As a result, Offit cannot substantiate his claim that *the per- 
centage of unvaccinated children has more than doubled" with evidence 
from the cited article. (Indeed, this article, along with evidence from the 
NIS, supports my earlier claim in chapter 1 that rates of exemption have 
increased the proportion of voluntarily unvaccinated children within the 
total group of unvaccinated children, which itself has diminished since the 
early 1990s.) 

Offit makes two more claims similar to this one. He argues that the 
Wakefield paper in The Lancet in 1998 led to a decrease in MMR vac- 
cination in the United States: “Parents of a hundred thousand children 
chose not to vaccinate them."? While technically true according to the 
article that he cites, that article shows that while there was a slight up- 
tick in *selective nonreceipt" of MMR between 1998 and 2000 (an in- 
crease of about 1.5 percent of US children), by 2004 selective nonreceipt 
of MMR had returned to 1995 levels.!? In general, nonreceipt of MMR 
for any reason continued a downward trend, so that in 2004 it was at 
8 percent of the population eligible to receive the vaccine. Because selective 
nonreceipt was generally steady throughout the study period, and overall 
nonreceipt declined, the proportion of children voluntarily not vaccinated 
is now higher within the total number of unvaccinated than previously. 
(This is more evidence supporting my argument in chapter 1.) Thus, Of- 
fit’s statement, while technically true in the immediate aftermath of the 
Wakefield paper, implies that the paper had a more significant and long- 
lasting impact on MMR vaccination rates in the United States than is 
supported by the evidence. And later in the book he repeats his citation 
of the article on exemptions by Omer and colleagues, stating that *be- 
tween 1991 and 2004, the number of unvaccinated children in states with 
philosophical exemptions more than doubled."!! As already shown, this 
mistake equates exemption rates with rates of nonvaccination. Not only 
do nonmedical exemptions not match total rates of nonvaccination in any 
state, but many parents opt for personal belief or religious exemption 
(where available) in order to selectively vaccinate.” 

These arguments inflame the discussion by subtly implying a problem 
more significant than, and slightly different from, the one that actually 
exists. Another argument that inflames the discussion occurs in his ex- 
amination of Jenny McCarthy, J. B. Handley, and Generation Rescue, 
the organization that Handley founded and for which McCarthy serves 
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as foundation board president. Offit spends pages attacking the vilifying 
language that Handley himself uses, after noting (and demonstrating) 
McCarthy’s florid profanity. Then, he criticizes Handley’s suggestion that 
the only way to determine if receiving multiple vaccines at one doctor’s 
visit is not harmful to children would be to do a double-blind trial with 
unvaccinated controls: 


Handley was asking for a study of vaccinated and unvaccinated children. 
One result is certain: given recent outbreaks of Hib, measles, mumps, and 
pertussis, unvaccinated children would suffer and possibly die from pre- 
ventable infections. No investigator could prospectively study children 
who are denied a potentially lifesaving medical product, and no universi- 
ty’s or hospital’s institutional review board worth its salt would ever ap- 
prove such a study. Handley’s proposal harkens back to a dark time in our 
history when—between 1932 and 1972—investigators prospectively stud- 
ied four hundred African-American men from one of the poorest counties in 
Alabama to see what would happen if their syphilis went untreated. It was 
called the Tuskegee Study. Withholding antibiotics that could have cured 
them, it was probably the most unethical medical experiment ever per- 
formed in America. (162) 


Offit is right that it would be unethical to create a completely random- 
ized controlled trial of multiple vaccinations versus no vaccinations at 
all, given officially accepted safety profiles of vaccines. To deny vacci- 
nations known to prevent disease, in the context of high overall vac- 
cine receipt and acceptance, would be ethically suspicious. However, it 
would be possible to tweak Handley’s suggestion and do a double-blind 
study of multiple vaccinations in one visit versus vaccines delivered sin- 
gly, which would certainly be a more ethical study design than what 
Handley proposed. 

What stands out as inflammatory in Offit’s response, though, is his use 
of the Tuskegee example. The Tuskegee incident was egregiously racist and 
demonstrated that the study’s designers and practitioners clearly valued the 
gathered evidence over the black men’s lives. Offit chooses one of the worst 
ethical breaches in American medical science, the touchstone of current bio- 
ethics classes, to drive home his point. The entire purpose of this anecdote is 
to smear celebrity vaccine skeptics by connecting them to a prominent, and 
universally recognized, ethics breach based on racism. 
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To end the imaginary crisis—that is, a crisis in belief that is not based 
on evidence—Offit suggests we must reinvigorate trust in medical science 
as well as the individuals who conduct it and give their lives to vaccinate 
children around the world. He uses his last chapter, “Trust,” to provide 
an overview of difficulties in changing religious and philosophical exemp- 
tions from vaccination, trends in medical practices and hospital systems 
requiring that both patients and personnel be vaccinated, and the chal- 
lenge of reversing distrust in government. In the end, he suggests that “we 
have to set aside our cynicism about those who test, license, recommend, 
produce, and promote vaccines" (206), although how that will happen is 
unclear, given that it is difficult to know whom one can trust. By his own 
admission, well-meaning people can be wrong, and well-meaning people 
don't always make good scientists. At the end of the chapter, Offit tries to 
demonstrate that vaccine scientists and public health workers are funda- 
mentally good people, people who can be trusted, by using the example 
of Patricia Heaton, a pediatrician who joined Merck *to lead its rotavirus 
program" (205). He provides examples of more good people arguing for 
vaccination in the epilogue, which ends with another plea to remember 
the *better angels of our nature" that were elicited after the September 11, 
2001, terrorist attacks, when “we were united in our grief” (214). Thus, 
Paul Offit's solution to the problem of voluntary nonvaccination is to 
“recapture the feeling that we are all in this together, all part of a larger 
immunological cooperative" (214). 

At least one question remains in my mind after reading Deadly 
Choices: Do we trust Paul Offit? His typically brash approach to the 
issues and his damning of everyone who does not agree with his version 
of the evidence are not calculated to bring skeptical readers to his side. 
I must admit to being biased against him before I read the book. In May 
2010 I went, with a graduate student, to an “Immunize VA" confer- 
ence in Richmond, Virginia. Paul Offit was a featured speaker. At one 
point during his talk, he suggested that vaccination refusal was caused 
by *mothers with PhDs who know too much for their own good." My 
female graduate student (a PhD candidate) and I (a mother with a PhD) 
looked at each other in horror as the audience tittered. At another point, 
he got a standing ovation when he mentioned that his hospital had 
passed a rule that personnel could be fired for not receiving a flu shot. 
My graduate student and I passed notes, somewhat dismayed that people 
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should lose their jobs as a result of their beliefs. These feelings reemerged 
for me as I read Deadly Choices. 

But I imagine that I am not alone in feeling a concern for the truth 
on reading Offit’s book. It is not only that I found him playing fast and 
loose with a few statistics (I am sure I will be faulted for similar errors 
upon publication of this book), or that he used unnecessarily inflamma- 
tory language to set up his arguments or drive them home. It’s that he told 
me, the reader, that I must trust again, but not how I am to establish or 
ascertain the conditions of others’ trustworthiness. It is to his credit that 
Offit discusses a number of vaccination disasters, and that he does see a 
potentially beneficent role for vaccine safety advocates. But his central 
message to readers is that there are a whole host of folks that they cannot 
trust, including themselves when they seek information on the Internet 
or by watching investigative news programs. And he suggests that paren- 
tal fears are imaginary, even though many parents who have these fears 
fervently believe that their children have been injured by vaccines or that 
they could be. So, if I were a vaccine-skeptical parent reading this book 
I might be offended by Offit’s presumption that I need to trust only those 
experts that he dubs worthy, especially given that a former director of the 
NIH (Bernadine Healy) went on record in 2008 suggesting that current 
vaccines might have a role in causing autism in some children. 

But if I were a vaccine-skeptical parent, I would probably see right 
off that Offit’s book was not written for me, insofar as it tells me that 
I already believe in people who are not trustworthy, I don’t know how to 
evaluate scientific evidence, and I am endangering everyone by even ques- 
tioning the value of a vaccine for chicken pox. 


The Panic Virus 


Seth Mnookin, in The Panic Virus, provides a clearer argument and a 
more painstaking approach to telling the story of contemporary vaccina- 
tion concern, although his overall message is quite close to Offit’s. And 
his book, too, is not written for the vaccine-skeptical reader, although his 
mode of argumentation is less confrontational. Like Offit, Mnookin be- 
lieves that the media are primarily to blame for rising concerns about vac- 
cination, because, he argues, the scientific method is hard to convey in a 
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typical sound bite or even in an investigative article. And he, like Offit, 
focuses squarely on the issues that are most visible to outsiders of anti- 
vax circles—the DPT: Vaccine Roulette documentary and resultant con- 
cerns about pertussis, MMR and autism, and thimerosal and autism. For 
Mnookin, celebrity antivaxxers, irresponsible news reporting, talk show 
hosts, and prominent leaders of autism organizations all peddle emotion 
over science, to the detriment of the rest of us. 

The story Mnookin tells in The Panic Virus traces the development of 
two parallel tracks of public discourse about vaccines, from the 1980s 
onward. On one track there is a scientific and medical establishment in- 
creasingly sure that vaccines are safe, even after the tribulations of the 
thimerosal controversy and the June 2000 Simpsonwood conference. On 
the other track are vaccine skeptics, who increasingly press a link between 
vaccines and autism, either caused by the MMR vaccine or by thimero- 
sal, or by some complex combination of both (complex because MMR 
never contained thimerosal, so one theory that combines these two causes 
involves the thimerosal preparing the child's body for an anomalous re- 
sponse to the MMR vaccine). The vaccine skeptics, Mnookin argues, are 
supported by the true culprits, the media, who keep the issues alive—in 
particular, journalists seeking a good story. Yet Mnookin argues that a 
“ratcheting up” of the rhetoric was undertaken in 2003 by leaders in the 
antivax movement, who felt increased persecution when government re- 
ports consistently refuted claims of vaccine-caused autism.’ Thus while 
the media are the problem throughout The Panic Virus, vaccine skeptics 
are not blameless—especially those who are at the forefront of the so- 
called antivax crusade. According to Mnookin, they feed the flames of 
a dead controversy and convince hapless parents that the government, 
scientists, and even their own doctors are involved in a vast conspiracy to 
harm American children. 

While Mnookin’s targets occasionally shift, the same cast of charac- 
ters that Offit brings forth is here: irresponsible reporters, distraught and 
gullible parents, and celebrity show-offs and other charlatans who dazzle 
while hijacking real people’s emotions and concerns. This latter category 
includes Andrew Wakefield, Dr. Bob Sears, Robert F. Kennedy Jr., David 
Kirby (author of the 2005 book Evidence of Harm), and Congressman 
Dan Burton, who in congressional hearings in 2000 made a public con- 
nection between thimerosal and autism. These folks would have been 
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unsuccessful, in Mnookin’s view, if the media hadn’t played along: “Wake- 
field might have provided the spark, and any number of other charlatans 
and hucksters might have fanned the flames, but it’s the media that 
provided—and continues to provide—the fuel for this particular fire” (306). 
In particular, Mnookin blames lazy journalists: “The type of journalism 
that relies on the reporter’s notion of what does or doesn’t ‘seem’ correct 
or controversial is self-indulgent and irresponsible. It gives credence to 
the belief that we can intuit our way through all the various decisions we 
need to make in our lives, and it validates the notion that our feelings are a 
more reliable barometer of reality than the facts” (307). Mnookin follows 
this comment with one that links vaccine skepticism to denials of global 
warming. At an earlier point in the book, he suggests that bad journal- 
istic coverage of scientific issues has many negative social consequences, 
including aiding and abetting “people’s delusions and fantasies” (86). 
Mnookin follows this latter observation with a chapter about Morgellons 
disease, a highly contested condition in which individuals claim that fibers 
grow out of their skin, confirming his claim that federal money is spent on 
fictitious problems when the media fan the flames. This juxtaposition of 
issues suggests that vaccine skeptics are just like those who, from the per- 
spective of the mainstream medical community, suffer from “delusional 
parasitosis” (95). 

Early in the book Mnookin asks his central questions: “Why, despite 
all the evidence to the contrary, do so many people remain adamant 
in their belief that vaccines are responsible for harming hundreds of 
thousands of otherwise healthy children? Why is the media so inclined 
to air their views? Why are so many others so readily convinced? Why, 
in other words, are we willing to believe things that are, according to 
all available evidence, false?” (12). His answer is that vaccine skeptics 
are leery of modernity: they capitalize on anxieties about modern life 
and appeal to populist sentiment against elites (and thus against scien- 
tific expertise), as well as to subjective beliefs over objective science. He 
likens vaccine skepticism to the movement against the fluoridation of 
water in the 1950s. For Mnookin, these elements of vaccine skepticism 
are both the origin and result of a lack of trust in experts, and they con- 
vey “social anxieties about modernity and . . . faceless bureaucracies,” 
just as the anthropologist Arnold Green argued about antifluoridation 
activism (33, 60). 
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In addition to these broad claims about why vaccine skepticism 
emerged in the late twentieth century with such apparent force, Mnookin 
provides a number of more specific explanations about why people be- 
lieve things that are demonstrated by science to be false. He offers a 
series of psychological concepts meant to explain this phenomenon. He 
considers cognitive bias, “essentially a set of unconscious mechanisms 
that it is our feelings about a situation and not the facts that represent the 
truth,” detailing later in the book a set of subtypes of cognitive bias, like 
pattern recognition and clustering illusions. He mentions confirmation 
bias as another way the unconscious mind works to move us away from 
facts toward feelings, as well as cognitive dissonance, irrational escala- 
tion, and the convergence of views in group situations called availability 
cascades, a term invented by Timur Kuran and Cass Sunstein to describe 
a “self-reinforcing process of collective belief formation by which an ex- 
pressed perception triggers a chain reaction that gives the perception of 
increasing plausibility through its rising availability in public discourse.” 
In addition, Mnookin argues that the Internet provides information co- 
coons, which allow people to seek out news they agree with rather than 
be subject to more common, and mainstream, information sources. Par- 
ents of autistic children, he suggests throughout the text, are particularly 
susceptible to this latter problem, as they stay up late at night to look for 
answers to their children’s troublesome behavior (12-13, 15, 193, 194, 
196, 198). 

The Panic Virus also offers the reader science itself. Over and over 
Mnookin emphasizes how difficult the science of vaccines is, how hard 
it is to demonstrate the safety of vaccines, how hard it is to understand 
why doctors and scientists equivocate while still believing in the value of 
vaccination, and why parental concerns are misplaced. To be sure, he is 
critical of those scientists who do not seem concerned about real potential 
risks, writing that “regardless of the relative harmlessness of ethylmer- 
cury, there was a troubling self-assuredness that underlay health officials’ 
blasé attitude toward thimerosal’s potential risks, which echoed the com- 
placency regarding the whole-cell pertussis vaccine in the 1970s” (122). 
Yet because of his sympathy for science and scientists, he is simultane- 
ously critical of those scientists who should speak better and more clearly 
about vaccines and apologetic that much of the problem is inherent in 
the nature of science itself: “When officials at the CDC wrote that there 
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was ‘no data or evidence of any harm,’ they meant to offer the strongest 
reassurance they could, given that they could never say definitively that 
thimerosal had no side effects—there was always the possibility that some 
piece of new evidence might emerge in the future. But to a public not well 
versed in the language of science the line read like an equivocation” (127; 
emphasis in original). Further on he presses a similar point about the diffi- 
culty of conveying the complexities of scientific insight and method: “The 
realities of the scientific method also present an uncomfortable challenge 
for anyone tasked with explaining to the public why this inherent open- 
endedness doesn’t negate the high degree of certainty that accompanies 
widely accepted conclusions. The combination of ambiguity and authority 
implicit in science is hard enough to understand if you are sitting across a 
table from a scientist; it is an exponentially more challenging point to con- 
vey when filtered through media outlets that eschew nuance and depth in 
favor of attention-grabbing declarations” (159). Thus, part of the reason 
why people believe their feelings and manipulative celebrities rather than 
science is that the latter is just really, really hard to understand, and those 
responsible for conveying its universal truths to the general public are, to 
put it baldly, bad at it. 

Like Offit, Mnookin provides some room for skepticism about his own 
analytic capacities, as he includes some serious errors in evidence meant 
to support his arguments. For example, he states that in 1954, during 
the Salk polio vaccine trial, “1.8 million children had been injected in 
211 counties spread over forty-four states” (43), when in fact the figure of 
1.8 million children was the total of all children in the study population. 
Only around 650,000 were injected with something—over 400,000 with 
the vaccine, and the remaining 200,000 or so with a placebo. The rest of 
the children involved in the trial were observed controls (that is, children 
injected with nothing whose health was tracked), who were part of the 
total number included in the counted incidence of disease. The importance 
of this error is that Mnookin uses it to suggest the substantial public confi- 
dence and trust in medicine at the time: “When . . . Jonas Salk announced 
that he’d developed a polio vaccine, millions of citizens had already been 
primed to do whatever they could to fight this national menace. Within 
days, parents were lining up to volunteer their children for what would 
be the largest medical field trial in history” (169). Inflating the number of 
children actually volunteered exaggerates this point. 
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No doubt there was tremendous support for the Salk trials, but in no 
area where the trials took place did the number of injected children (all 
volunteered by their parents) equal the total number of children available. 
Hundreds of thousands of parents across the country held their eligible 
children out. Thomas Francis, the study evaluator, was concerned that in 
the observation study too many of the volunteered children receiving vac- 
cine would come from the middle classes, precisely the group of children 
more susceptible to polio than their poorer counterparts, thus distorting 
the study’s findings.!* Other errors by Mnookin include suggesting that 
vaccination rates are declining, especially for pertussis, and using statistics 
about exemption rates as proxies for rates of nonvaccination. 

I must admit that I found it odd that both Offit and Mnookin sug- 
gest that vaccination benefits women's liberation, as mothers, *no longer 
needing to spend weeks quarantined at home with sick children, have 
had a greater freedom to join the workforce."!$ One could also make the 
argument that because women's liberation in the United States has meant 
joining the work force rather than receiving maternity and family leave 
benefits, social and economic forces demand vaccines that will allow both 
parents to work without the need to attend to sick children. (And, as a 
result, it is the affluent who can forgo vaccination, as they are more likely 
to have a parent or caregiver available in the event that children become 
ill.) It is hard not to read these claims as paternalistic attempts to endear 
themselves to skeptical mothers, who, after all, might consider that if they 
weren't in the workplace, their children might just as well get sick and be 
cared for at home. The argument here is typical of Offit’s and Mnookin’s 
books overall—to make a point on the surface that doesn't really address 
the broader complications and meanings of illness, medical care, and pub- 
lic health prevention in people's intimate lives. 

In the end, The Panic Virus, like Offit’s Deadly Choices, can conceptu- 
alize vaccine skepticism only as the result of being taken in and manipu- 
lated against one's own best interests. Both texts focus primarily on showy 
organizations, glitzy and popular talk shows, and the issues focused on by 
the media; as a result, the Internet, the media, and celebrities and char- 
latans are the ones to blame. What these texts do not do well is explain 
why people, from their own accounts and experiences, come to believe 
in vaccine injury, the likelihood of vaccine risk, and officially debunked 
linkages between vaccines and conditions like autism. Mnookin's use of 
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psychological categories to explain how people misunderstand the events 
around them is meant to suggest how those other people are duped, while 
we, the readers, are edified by the complexities of the scientific method 
and how easy it is to get things wrong. This is just a popular version of 
the “taxonomy of reasoning flaws” that are thought to beset antivaxx- 
ers as they troll the Internet for information. Thus The Panic Virus, 
like Deadly Choices, is meant to explain vaccine skepticism to people 
who already think it is a problem needing to be solved by getting more 
people to vaccinate—both books show people who already agree with 
their premises that vaccine skeptics are gullible, emotional, antiscience, 
and fearful, easily swayed by irresponsible journalism and the lure of ce- 
lebrity stories. They were published at a moment in which reporting on 
vaccination controversy was changing, and helped create the stupid, or 
deluded, antivaxxer as a staple of Facebook ridicule, news reporting, and 
television programs. 


Both Seth Mnookin and Paul Offit blame the media for extending vac- 
cination controversy beyond the point when the science was in question 
and for not reporting accurately on the evidence that existed at any given 
point. For these authors, the media perpetuate vaccination controversy 
when there is none—they see certain kinds of reporting as validating vac- 
cine concerns, just as charlatans and poor medical researchers delude 
gullible parents. While they seem to understand the media's role in vacci- 
nation controversy differently than I presented it in chapter 2, they are re- 
ally just demonstrating the same thing—they show, in other words, how 
the media, in focusing attention on just one aspect of vaccination concern, 
created a public perception of vaccine skepticism that was not only nar- 
row, but actually skewed from the diverse contexts of its emergence and 
continued vitality. 

Offit and Mnookin think of the media's role as negative, in that they 
think of it as wrong reporting, just as they think of vaccine skepticism 
as wrong belief. A different interpretation suggests that reporters created 
the stereotype of the vaccine-skeptical parent because of their commit- 
ment to science. Once the public health establishment repudiated links 
between thimerosal and autism and MMR vaccine and autism, journalists 
and other writers in the popular media represented frustrations similar to 
public health officials and clinicians concerning vaccine-hesitant parents 
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and the threat of communicable disease. This understanding follows Elena 
Conis’s claim that reporting on vaccination supported public health per- 
spectives, as the media fell in line with public health goals and medicine’s 
approach to the problem of parental belief.’ In this view, the media's 
problem was not in being wrong about the science, as Mnookin and Offit 
claim, but in listening to scientists who were, and continue to be, tone- 
deaf about the sociocultural contexts of vaccination concern. 

Mnookin and Offit have a point, that reporting has contributed to cur- 
rent vaccination controversy. But it isn't because “real science" is hard to 
report about, or even that journalists are overcommitted to a *both sides" 
strategy in reporting on public controversies. It's that the focus of report- 
ing overall doesn't address, express, or represent the myriad concerns that 
people have about vaccines and the increasing medicalization of American 
culture. Since around 2005, news reporting on vaccination has followed 
the medicoscientific response to vaccine skepticism by insisting that vac- 
cine refusers are wackos or selfish or just stupid. And this is why the issue 
of trust emerges as both important and nonsensical—important because 
clearly there is an issue of trust involved in understanding why some peo- 
ple do not agree with vaccine mandates or refuse to vaccinate themselves 
or their children, but nonsensical because the experts insisting that those 
same people need to trust science have just criticized them for being duped 
by the very people they bave trusted. Offit and Mnookin take the scientific 
perspective in deeming vaccine skeptics wrong and wrongheaded. They 
insist that their science is dependable and trustworthy, without making an 
effort to understand vaccine hesitancy and refusal from the perspective of 
vaccine skeptics. As readers will see in future chapters, the issue of trust 
emerges in discussions of science denialism—and scientists again publish 
requests that ordinary individuals trust them, even in the context of books 
detailing how corrupt scientists have manipulated the facts. 

Do we (sometimes or often) trust the wrong people, the wrong experts? 
Undoubtedly. How do we learn what is the truth? That is a key question 
at the heart of vaccine skepticism and public health in the era of alterna- 
tive facts. In the next chapter, I look at two books written about vacci- 
nation controversy by parents to explore how they came to understand 
vaccination as a problem and what they think are the origins of vaccina- 
tion concerns for modern families. Their explorations of vaccine skepti- 
cism in the context of their own parenting suggest that figuring out what 
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is true for them influences their broader analysis. While I do not want to 
go so far as to say that facts are entirely subjective, as the arguments of 
this book proceed, I will be exploring how we can understand scientific 
facts to be influenced and how decisions about public health need to take 
this understanding into account. Without such an analysis, calls to trust 
science will not be heeded by a uniformly trusting populace. 


BEING A RESPONSIBLE PARENT 


Accusations of bad, irresponsible, or simply inattentive parenting are 
rife in public debates about vaccination and vaccine refusal. A typical 
complaint about nonvaccinating parents is that they care only about their 
own, presumably privileged, children, and that they endanger the health of 
other children, either too young to be vaccinated, immunocompromised, 
or in some other way highly vulnerable to infectious disease and unable 
to be vaccinated. In the opposing view, nonvaccinating parents claim that 
others can be irresponsible, either sending sick children to school, ignor- 
ing the potential adverse outcomes of vaccination that put particular chil- 
dren at risk, or participating in a system that puts all children at risk of 
chronic, adverse conditions. Wherever you stand on vaccination, there’s a 
way to blame a parent’s behavior for bad outcomes. 

In the media, the irresponsibility of nonvaccinating parents has be- 
come a commonplace, allowing, for example, Ginia Bellafante’s article, 
excerpted at the start of chapter 2, to claim that antivaxxers refuse vac- 
cines for their children just as they might not allow their children to eat 
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Oreos or watch the Disney channel.! Setting aside, for the point of this 
argument, that excluding Oreo cookies from a child’s diet is no simple 
matter, this commonplace assertion grounds arguments for vaccination as 
the responsible choice for today’s parents. By claiming that nonvaccinat- 
ing parents treat vaccines (like Oreos) as trivial, news reporting and other 
public discourses frame a particular kind of responsible decision-making 
as the province of educated, thoughtful parents. Good parents, in other 
words, vaccinate, although now they do so not in blind obedience to med- 
ical authorities, but because they know it is the best choice for children. 

This chapter discusses the issue of parental responsibility in the con- 
text of three recent books on vaccination controversy. The purpose here 
is to explore how expectations of parental responsibility animate vac- 
cination concerns and practices. The three books are works of scholar- 
ship, although of differing kinds, and each explores parents’ views of 
vaccination against the recent history of vaccination concerns. The books 
considered here all support vaccination, although differently from one 
another. Examined together, they demonstrate that embedded within vac- 
cination controversy is another problem—knowledge-seeking parents 
and their sometimes unorthodox approach to mainstream medicine and 
public health. In juxtaposing these texts, I show that arguments about 
vaccinations and parents obscure other pressing questions about what 
we expect of parents in the information age. And I ask, pointedly, how 
provaccine authors struggle with the question of parental responsibility, 
and how the obligation to vaccinate aligns with contemporary expecta- 
tions of knowledgeable use of medical treatment and informed medical 
decision-making. 

I look at three texts: two scholarly studies and one extended nonfic- 
tion essay. Mark Largent’s Vaccine: The Debate in Modern America and 
Eula Biss’s On Immunity: An Inoculation, published in 2012 and 2014, 
respectively, are books that explicitly use the authors’ ethos as parents to 
stage arguments about the meaning of vaccination controversy.” Although 
Largent is a historian and faculty member at Michigan State University, 
he introduces personal details of his experiences having his daughter vac- 
cinated as an entry point for his research on vaccination. Published to 
artistic acclaim, Biss’s On Immunity is written from a mother’s perspective 
and offers a sympathetic approach to the concerns of new mothers about 
vaccination. As a work of creative nonfiction, it takes as its starting point 
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the experiences of mothers and the ways in which American motherhood 
prepares one to be fearful of a world that can be dangerous to infants. 

Because these authors reference their ethos as parents, their conclu- 
sions, however close to Offit’s and Mnookin’s, seem more sympathetic 
to those parents who voice or act on their vaccination concerns. Yet this 
impression is somewhat deceiving. Both Mark Largent and Eula Biss re- 
inforce the narrow focus on childhood vaccine risks that was established 
by the media after the turn of the twenty-first century. Both distinguish 
themselves from other unknowing or more easily manipulated parents 
who spurn vaccines altogether or peddle false claims. Indeed, their most 
significant arguments concern parents’ obligation to know, to conduct 
research and deliberate about every health decision concerning their chil- 
dren. And threaded through their arguments is a moralism about parental 
knowledge and responsibility, one that reveals their positions to be deeply 
embedded in certain forms of privilege: being a university professor, being 
the daughter of a doctor, being white, being middle class, being able to 
choose one’s doctor. 

Those forms of privilege—identity markers and aspects of social status— 
are not in themselves a problem, but the way that they shape arguments 
about vaccination is. Interestingly, the sociologist Jennifer Reich’s book 
Calling the Shots: Why Parents Reject Vaccines identifies the nonvaccinat- 
ing parents (mostly mothers) that she interviews as part of this very same 
educated, affluent, and white middle class.^ This is the third book that 
I discuss in this chapter. In Reich's argument, this privileged social position 
is something of a liability, as it shields these parents from understanding 
the implications of their decisions on poor and underprivileged children. 

Taken together and analyzed against one another, these three books 
suggest that within vaccination controversy other concerns fester. How 
parents are to interact with state mandates and federal recommendations 
to vaccinate, how communities should uphold medical and social norms, 
and why vaccination is both a private and a public responsibility—these 
are the specific concerns within which parental approaches to vaccina- 
tion are understood and evaluated. Parents understand and enact their 
responsibilities—to care for their children knowledgeably, to make good 
decisions about their health care, and to affirm medical norms and ex- 
pectations independently, among other responsibilities—variously; not all 
parents come around to the same decisions with respect to vaccination. 
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Thus, parental responsibility itself becomes a problem in these texts, be- 
cause it is both a mechanism for acceding to norms and a mode of resist- 
ing them. As a result, it represents an unresolved problem in vaccination 
controversy and a focus of attention on all sides. 


Too Many Too Soon 


Early in Vaccine: The Debate in Modern America Largent establishes his 
primary claim: 


It is not merely the nature of vaccines that disturbs parents; it is their sheer 
number. American children are now expected to get between twenty-six and 
thirty-five inoculations by the time they start kindergarten. To make mat- 
ters worse, three-quarters of these vaccinations are administered in the first 
eighteen months of life, with as many as six at a single office visit. Every 
new vaccine added to the vaccine schedule adds yet another batch of poten- 
tial side effects.? 


This core problem—the expansion of the vaccine schedule for children fol- 
lowing the passage of the Vaccines for Children program in 1993—is both 
the starting point and the recurrent justification for Largent’s claims about 
the legitimacy of parental anxieties about vaccines. Indeed, he makes some 
broad claims to explain and support his argument—for example, “Most 
parents are much more willing to accept the consequences of a commu- 
nicable disease than they are willing to accept the consequences of hav- 
ing made a child sick by giving them a vaccine” (27)—without presenting 
any evidence. 

Throughout Vaccine, Largent focuses on the difficult position of rea- 
sonable parents who need to make decisions about their children’s vac- 
cinations, concluding that parents, given the context of a confusing public 
debate, must take it upon themselves to be educated about the risks and 
benefits of vaccines and to make each decision knowledgeably. Among 
the authors discussed in the previous chapter and this one, Largent is the 
most convincing in his criticism of public health approaches to vaccination. 
He argues that by not acknowledging parents’ legitimate concerns about 
the expanded vaccine schedule for infants and children and insisting that 
all vaccines are equally necessary and equally safe, public health officials 
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are needlessly encouraging the “vaccine-anxious parent” to traffic with 
more radical vaccine refusers. These anxious parents were initially set up 
for concern, he argues, by three main historical incidents (two of which 
were discussed in chapter 1): (1) the rise of alternative medicine, (2) re- 
porting on Gulf War Syndrome, and (3) reporting on the Congolese origin 
of HIV/AIDS in the polio vaccine trials in the 1950s. Largent suggests that 
these early “sources of doubt” created a welcoming climate when the thi- 
merosal and MMR controversies became public in the late 1990s, giving 
parents a specific focus for their personal concerns about the expanding 
vaccination schedule. 

Arguing for the uniqueness of contemporary parental concerns about 
vaccines in comparison to historical antivaccination movements, Largent 
also distinguishes the “vaccine-anxious parent” from true antivaxxers. 
The latter are fringe believers in alternative medicine whose ideas became 
more palatable to the vaccine hesitant when the vaccine schedule ex- 
panded, stories about vaccine-caused Gulf War syndrome and HIV/AIDS 
circulated culturally, and thimerosal and MMR vaccine were identified 
as possible causes of autism. Largent provides detailed histories of both 
the thimerosal controversy in the United States and, in Britain, Andrew 
Wakefield’s research on autism, vaccines, and gut disturbances, both of 
which came to public attention in the later 1990s. In both instances he 
targets the medical community as initially, and subsequently, “dismissive” 
of parental concerns, arguing that such dismissiveness forces concerned 
parents to pay attention to the more radical claims of true antivaxxers: 
“By virtue of their unwillingness to engage with parents’ concerns and, for 
the moment, see past their rigid, normative notions of public health, phy- 
sicians and public health officials have effectively handed the debate over 
to polemicists and thrown vaccine-anxious parents into the arms of anti- 
vaccinators” (83). Especially with regard to thimerosal, Largent explains 
why parental concerns still make sense, even in the context of a medical 
establishment that denies any danger—parents see mercury as mercury, he 
argues, and legitimately seek safer alternatives. 

For Largent, the expansion of the vaccination schedule for infants 
and children provided two concrete kinds of problems for parents. First, 
children are subjected to multiple vaccines, as well as multiple shots, at 
well-child visits to their doctors, making it difficult to determine when 
side effects are associated with specific vaccines. Second, vaccines against 
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serious diseases are undifferentiated from those that protect against more 
mild illnesses. Parents, he reiterates, will feel differently about the vaccines 
for measles and polio than they will about the vaccine for chicken pox, the 
latter of which, he implies, was approved largely because it saved families 
lost work time and kept children in school (21-22). In other words, he 
argues, the continued emphasis on the importance of all vaccines in the 
schedule distorts parents’ reasoning about individual vaccines and does 
not acknowledge that specific concerns about particular vaccines may be 
valid. From the public health perspective, a concern about an individual 
vaccine might seem to indicate a concern about all of them, but Largent 
suggests that this view is an artifact of public health's defense of all vac- 
cines as essential rather than understanding parents’ more selective con- 
cerns. He writes, *There is a striking incongruence in the public debates 
about vaccines: critics attack particular vaccines—such as the vaccines 
against the chickenpox or HPV—and health officials respond with blan- 
ket arguments about the vital importance of vaccines generally. Such an 
approach allows authorities to respond to parents’ concerns without ad- 
dressing them" (166; emphasis in original). 

Largent has a generous understanding of how easy it is to get a philo- 
sophical exemption from vaccination, implying throughout the text that 
parents have more choice in the matter than most parents might feel them- 
selves to have. Indeed, he explains that he once got one when his daughter 
missed a vaccination because of illness and he couldn't get an appointment 
with her physician for a month. This explanation suggests that he lives in 
a state (Michigan) with an apparently easy mechanism for philosophical 
exemption, and underscores how important his own situation is to the 
broader claims that he makes in the book. Whether Michigan actually had 
an easy exemption mechanism at the time or it was simply easy for him, 
given his knowledge, status, and resources, is not clear from the text.° 

In the end, he argues that parents must educate themselves with good 
information about the risks and benefits of vaccines, and then make their 
choices deliberately. Largent's portrayals of Jenny McCarthy and Dr. Bob 
Sears in the book are congruent with this perspective. Both McCarthy and 
Sears emerge as figures who have helped parents make sense of the con- 
fusing cultural and scientific situation with respect to vaccines, McCarthy 
because *she has an amazing ability to speak sensibly and compellingly 
about the issues of autism, vaccines, modern medicine, and the desperate 
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state in which many mothers of autistic children find themselves" (147). 
In Largent's view, Bob Sears, author of The Vaccine Book and a physician 
in Orange County, California, provides a valuable alternative vaccination 
schedule for parents who want to vaccinate but who are put off by the 
ACIP-approved one. Both McCarthy and Sears are presented as resources 
for well-meaning and educated parents who are throughout the book rep- 
resented as stymied by state mandates, health officials who are rigid to the 
point of seeming to be uncaring, and confusing scientific evidence. 

The “us” created in the text is this group of affluent, educated, well- 
meaning, vaccine-anxious parents. Largent's primary arguments appear to 
be made possible by the privileges that his own position allows. He does 
argue explicitly that one of the things that makes vaccine concerns like his 
legitimate is that they are made by educated people, but he does not seem 
to acknowledge that taking personal responsibility for decisions about 
his child's vaccinations—so that they are a *conscious choice, rather than 
drifting into a decision that has been made by someone else" (175)—may 
be made possible by his class position, the state he lives in, the doctors he 
goes to, and even the schools his child attends. In effect, by arguing for 
parental choice in vaccinations, Largent is suggesting that vaccine man- 
dates are not as constitutionally guaranteed as Jacobson v. Massachusetts 
has been interpreted to mean. In addition, he is suggesting that the refusal 
of parental choice by public health authorities exacerbates vaccination 
concerns rather than ameliorating them. In thinking that parental choice 
can be exercised easily by parents simply taking charge, he ignores those 
parents who might not have choices about their doctors, who might fear 
state involvement if they do not follow the law, or who may lack the 
literacy skills or resources to obtain a religious or philosophical exemp- 
tion. In other words, he doesn't acknowledge the constraints that impede 
the decision-making power of others who do not share his demographic 
privilege. 

What is most interesting about Largent's critique, however, is that he 
forcefully indicts medicine and public health as causing vaccination contro- 
versy by their callous responses to what he thinks of as parents' legitimate 
fears and concerns. At the end of the book, he suggests that vaccination 
controversy is an expression of a more general sense of “frustration with 
the condition of medical care in the United States today. Overburdened 
doctors and nurses, crowded waiting rooms, tremendously expensive 
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insurance, massive profits made by pharmaceutical companies, and an 
elaborate maze of bureaucracy separating ill patients from the people 
who are expected to help them have all combined to alienate many par- 
ents from the medical establishment” (173). His basic position is that rea- 
sonable conversations about vaccination should treat parental concerns 
seriously, and public debate should acknowledge that politics and culture 
are party to the problem. Yet even though he puts the problem squarely 
in the public sphere, his solution is personalizing and moralizing—better 
parents, he implies, make active choices and don’t “drift into a decision 
that has been made by someone else” (175). One could argue in response 
that doing things because other people with expertise have decided on 
them is a hallmark of modern societies. It is the very sign of trust that 
Paul Offit thinks we need to return to in order to end concerns about vac- 
cines and what he thinks of as their imaginary threats to health. 


Managing Maternal Anxiety 


Eula Biss’s On Immunity: An Inoculation makes an interesting interven- 
tion. The quote from the Kirkus Review on the inside front flap of the dust 
jacket states that On Immunity *giv[es] readers a sturdy platform from 
which to conduct their own research and take personal responsibility "—a 
somewhat odd recommendation for a book that ends with a call to com- 
munal responsibility. Indeed, On Immunity plays continuously on the in- 
dividual’s relation to the group, trying to ascertain how “people like me” 
(i.e., the author) can understand their responsibility to others. Biss treads 
this ground early on, in presenting a conversation with her son's pediatri- 
cian about his impending birth and whether he really needed the hepatitis 
B vaccine the day he was born. The doctor told her, to her ironic embar- 
rassment, that the vaccine was really for “inner city” babies, “not some- 
thing, he assured me, that people like me needed to worry about.”’ By the 
end of the chapter, she clarifies her perspective: 


When relatively wealthy white women vaccinate our children, we may also 
be participating in the protection of some poor black children whose single 
mothers have recently moved and have not, as a product of circumstance 
rather than choice, fully vaccinated them. This is a radical inversion of the 
historical application of vaccination, which was once just another form of 
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bodily servitude extracted from the poor for the benefit of the privileged. 
There is some truth now that public health is not strictly for people like me, 
but it is through people like us, literally through our bodies, that certain 
public health measures are enacted. (28; emphasis in original) 


Throwing down the gauntlet early on, Biss insists that if “people like us” 
don’t make their bodies available to public health through vaccination, 
they are endangering the lives of poor black children of single mothers 
without stable households. Of course, there is much to be said for a per- 
spective on public health that understands one’s own responsibility to oth- 
ers as a motivation for behavior. I don’t mean to ridicule Biss’s stance here. 
This is her way of suggesting how personal responsibility is also commu- 
nal responsibility, a connection that she emphasizes later through a rather 
unusual statement about the inherent anticapitalism of vaccination: “But 
refusal of vaccination undermines a system that is actually not typical of 
capitalism. It is a system in which both the burdens and the benefits are 
shared across the entire population. Vaccination allows us to use the prod- 
ucts of capitalism that are counter to the pressures of capital” (96). 
However, I would like to suggest that the us/them dichotomy estab- 
lished in the longer quotation from Biss above is curious. Why are there 
“people like us”? Biss initially associates the phrase with the racist pedia- 
trician, but then picks it up herself without irony to confirm a commitment 
to those black others who are at risk. “People like us,” the rest of the book 
suggests, must find reasons to care about others who are otherwise outside 
of our field of vision. The friends with whom she considers the values of 
vaccination and the concerns of motherhood throughout the text are, we 
are led to believe, more “people like us.” The life experiences of those 
others, who also might have concerns about vaccination, are absent from 
the text, which presumes that those very concerns are part of the neurotic 
experience of motherhood for “people like us.” At no point in the text do 
those other mothers and their concerns make an entrance. Their purpose 
in the text is to represent those others whom the author imagines she is 
protecting by immunizing her son, but they do not represent anyone who 
might have something to say about the issues discussed in the book, or 
with whom she might even have a conversation about those concerns. 
Instead, Biss talks to her friends and the mothers of children her 
son plays with, generating questions in part through these interactions, 
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then seeks answers by interviewing scientific experts, reading books, 
consulting her family members (experts in medicine and philosophy in 
their own right), and attending conferences. Her voice is both naive and 
knowledgeable—she presents herself as curious but needing to learn about 
medicine, the body, and vaccination, with access to experts both in her 
own family and in the world at large, as someone who knows some stuff 
and who also knows how to find out about stuff that she doesn’t already 
know. She’s read Stoker’s Dracula (On Immunity addresses, in large part, 
the novel Dracula and the ideas of blood, community, and infection that 
circulate within it), Silent Spring by Rachel Carson, Voltaire’s Candide, 
Sontag’s Illness as Metaphor, parts of Kierkegaard's Works of Love, books 
by the feminist science studies scholar Donna Haraway, vaccination and 
disease histories by Michael Willrich and Nadja Durbach, Marx’s Das 
Kapital, and Lakoff and Johnson’s Metaphors We Live By, among numer- 
ous other texts. Her thoughts about vaccination circulate through most of 
the issues and characters introduced by Offit and Mnookin—Wakefield, 
Robert E. Kennedy Jr., Dr. Bob Sears, the 2004 and 2011 IOM reports 
on vaccination and adverse events, Edward Jenner and the history of the 
smallpox vaccine, the swine flu debacle in 1976, concerns about environ- 
mental toxins, Barbara Loe Fisher, misinformation, the Internet, and Paul 
Offit himself—but she moves differently through these topics, as they gen- 
erate questions for her as a mother and send her to libraries, experts, and 
her philosopher sister and physician father for answers. The personal— 
at times intensely personal—elements of the book's narrative bring the 
reader into an unusual affective space, where fears are understood to be 
generated by the vulnerability of children and the difficult decisions of the 
mothers who protect them. 

Biss is not only the caring, observant maternal community member— 
she is capable of criticizing others. She cites mothers who think of their 
choice of nonvaccination as part of *a broader resistance to capitalism." 
Then she suggests that they are in fact demonstrating their “privileged 
1 percent" status, “sheltered from risk while they draw resources from 
the other 99 percent" (107). She quotes Dr. Bob Sears as saying in The 
Vaccine Book that “tetanus is not a disease that affects infants, . . . Hib 
disease is rare, and measles is not that bad." Then she counters with evi- 
dence that “tetanus kills hundreds of thousands of babies in the develop- 
ing world every year, . . . most children will encounter the bacteria that 
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causes Hib disease within the first two years of their lives, and . . . measles 
has killed more children than any other disease in history” (107). These 
are just two examples of her explicit support for vaccination against the 
concerns of others who question it. The mothers who elicit more of Biss’s 
sympathy tend to be mothers “not like us,” whose experience makes their 
vaccine skepticism more compelling to her, such as the Vietnamese friend 
exposed to Agent Orange during the war: “After coming to this country, 
she did not vaccinate her children as infants, for a number of reasons, 
including her sense that it was not safe. . . . I could not ask her to risk her 
children for the benefit of the citizens of the country that had put her in 
danger. The best I could do, I determined, was hope that my own child's 
body might help shield them from disease" (88). 

Biss argues that it was the experience of AIDS and its lasting impacts 
on health education that changed perceptions of immunity in relation to 
disease for her cohort of mothers: 


AIDS education taught us about the importance of protecting our bodies 
from contact with other bodies, and this seems to have bred another kind of 
insularity, a preoccupation with the integrity of the individual immune sys- 
tem. Building, boosting, and supplementing one's personal immune system 
is a kind of cultural obsession of the moment. I know mothers who believe 
this is a viable substitute for vaccination, and who understand themselves as 
raising children with superior immune systems. But children with superior 
immune systems can still pass disease. Pertussis, like polio and Hib disease 
and HIV, can be carried without symptoms. (137) 


This is one moment where Biss almost approaches understanding her 
friends’ perspectives from their point of view, but her moralizing finish 
to this passage, recounting one mother's surprise that healthy carriers can 
cause disease outbreaks, stops her from exploring this alternative account 
of the body's relation to others. 

On Immunity appears to have two main purposes. One is to detail 
Biss's own struggles coming to terms with her decision to vaccinate her 
son, even though that decision seems to diverge from the practices of 
“people like us." The other is to show how much media reporting of sci- 
ence reinforces existing fears. In a passage that discusses how science has 
not, at least historically, been kind to women, she suggests, in keeping 
with long-standing feminist analysis, that the problem is about ideology 
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triumphing over science—‘“it has been the refuse of science repurposed 
to support already existing ideologies.” She continues: “In this tradition, 
Wakefield’s study [the 1998 Lancet publication subsequently retracted] 
forwarded a hypothesis that was already in the air, a hypothesis that held 
particular appeal for women still haunted by the refrigerator mother the- 
ory [of autism]. Those who went on to use Wakefield’s inconclusive work 
to support the notion that vaccines cause autism are not guilty of igno- 
rance or science denial so much as they are guilty of using weak science as 
it has always been used—to lend false credibility to an idea that we want 
to believe for other reasons” (70). Later in the text she writes that “what 
gets reported back to us from the land of science is that which supports 
our existing fears” (140). Thus, for Eula Biss as for Paul Offit and Seth 
Mnookin, the media are primary culprits in distributing questionable sci- 
entific theories in sensationalistic and attention-grabbing reportage. Fear 
is at the basis of vaccine skepticism—and knowledge, like the knowledge- 
seeking practices she engages in and describes throughout the entire book, 
is what allays fears into manageable, daily practices of care and attention. 
When scientific studies—real or fabricated—contribute to and inflame ex- 
isting concerns, we respond with questionable retreat into our own supe- 
rior immunities, rather than, in the analogy from Candide that Biss uses 
to conclude her argument, tending our gardens together. 


The Responsibilities of Privilege 


Of the three books discussed in this chapter, only Jennifer Reich’s Calling 
the Shots: Why Parents Reject Vaccines explicitly takes on the topic of pa- 
rental responsibility from a critical perspective. In her concluding remarks, 
Reich specifically argues that a culture of mother blaming contributes to 
the “norms dictating that mothers should question more, ask more, and 
invest more,” norms that accompany the intense responsibility of raising 
children in the information age.? In this way she shows how parental re- 
search concerning their children’s health is constructed as a moral good ina 
particular context—one in which parents, even well-resourced parents, feel 
obligated to manage their children’s lives and medical care in specific ways. 

There is much to recommend in this detailed ethnographic study, which 
is one of only a few that succeeds in presenting the views of nonvaccinating 
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families without caricaturing them as crackpots. For the study, Reich in- 
terviewed thirty-four parents with varying vaccination practices: full re- 
fusal, selective vaccination, and individualized vaccination schedules. She 
also interviewed health care providers and lawyers involved in vaccination 
injury compensation, analyzed online parenting and vaccination informa- 
tion websites, and observed the IOM members as they met to discuss 
vaccine safety. As a result, her book richly examines the salient cultural 
contexts in which parents make vaccination decisions. As she remarks in 
her introduction, most research on vaccine-refusing or vaccine-skeptical 
parents focuses on what they think. Her study, on the other hand, aims 


to put these views in a cultural, historical, and social context. I argue that 
these views represent broader cultural trends that support a view of med- 
icine as personalized and individualized. These views are rooted in ideas 
about middle-class and affluent parenting that expect parents to heavily in- 
vest in their own children, even at a cost to others. This ideology of indi- 
vidualized parenting is tightly bound to economic and social trends that 
privatize individuals and their bodies into informed consumers. Parents tout 
their commitment to informed individual choice as a way of expressing their 
commitment to their children. (19) 


I concur with the basic contours of this analysis, insofar as “personal- 
ized and individualized” medicine frames most representations of medical 
treatments (think drug advertisements) as well as people’s own experi- 
ence of medical care (being asked, for example, to work with physicians 
on treatment decisions). 

Yet Reich’s insistence that there is something specifically class-based 
about vaccine refusal and skepticism seems, to me, unsupported by evi- 
dence and the result of misunderstanding the role of social class and privi- 
lege in enabling parents to voluntarily opt out of vaccine mandates. Reich 
also consistently criticizes her nonvaccinating informants, belying an in- 
ability to understand their practices from their own point of view. She 
does two specific things that reveal her own normative bias: (1) she consis- 
tently refers to voluntary nonvaccinators as “free riders,” suggesting that 
they are protected by the communities that they themselves endanger, and 
(2) she feels the persistent need to explain why her informants are wrong 
or misguided. As a result, while she depends upon these parents and their 
sincere efforts to explain their views and practices to her, she seems not 
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to respect these views and practices, and does not understand the convic- 
tions that underlie them. Instead, she explicitly adopts the perspective of 
mainstream public health, and as a result she cannot see these parents as 
anything but wrong believers whose practices must be modified to ensure 
the health of society’s most vulnerable, the sick and the poor. 

At the crux of Reich’s argument is the idea that public health through 
vaccination relies on herd immunity and, specifically, the cocooning of 
the immunocompromised and undervaccinated by those vaccinated and 
presumed immune. Nonvaccinators are a problem because they endanger 
these two vulnerable groups, and their ability to do so is related to their 
status. Reich argues that they can afford to go unvaccinated because oth- 
ers will bear the brunt of their health care decisions—with wealth and ac- 
cess to medicine, the voluntarily unvaccinated children can take risks that 
others cannot. Reich’s response to this situation, like Biss’s, is to empha- 
size the collective good and the communal responsibility of vaccination— 
to garner support for more public conscientiousness and less private in- 
vestment of parental energy and thoughtfulness. 

To get to this point, Reich reiterates throughout Calling the Shots that 
voluntary nonvaccinators are a largely affluent, white, and privileged 
group. There is an obvious advantage to this argument if you want to 
criticize vaccine resistance—it implies that wealthy white families free- 
load by exploiting their already unfair advantage over others, an element 
of their demographic privilege and lack of responsibility to others with- 
out those advantages who are more vulnerable (because of poverty or 
immune-system compromise) to vaccine-preventable diseases. Simply put, 
the argument criticizes nonvaccinating mothers for their lack of interest in 
the welfare of other people’s children—the epitome of neoliberal careless- 
ness and lack of concern for anyone except oneself and one’s family. 

That parents have created an individualistic and family-centered set 
of arguments justifying voluntary nonvaccination is not surprising—that 
is how rhetoric works. People ground their arguments in commonplaces 
that are generally accepted. Making arguments that go against community 
expectations of public responsibility demands that families utilize exist- 
ing ideas that are generally accepted in other domains or that have been 
persuasive historically. Making an argument for voluntary nonvaccina- 
tion on the basis of the unique somatic situation of one’s children aligns 
vaccination practices with emerging discourses of precision medicine, as 
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well as other trends emphasizing children’s uniqueness (such as “different 
learning styles” in education circles). Indeed, the first time I heard some- 
one talk about voluntary nonvaccination was at a dinner in which some- 
one described not vaccinating her children as a “personal family decision.” 
At the time, and knowing nothing about vaccination controversy, I took a 
completely mainstream view and thought to myself that vaccination was 
anything but a personal family decision. But in a society that increasingly 
sees government and community as secondary to individualistic pursuits, 
such a statement makes some sense.” 

In research on H1N1 flu vaccination clinics, my research group identi- 
fied parents who viewed vaccination decisions as personal. Indeed, we 
found “the use of a personalized rhetoric in vaccine refusal is a mechanism 
to assert the uniqueness of the self and family in the face of generalizing 
tendencies in public health practice.”!° The families we interviewed in 
this study were not wealthy, and none had exempted their children from 
routine vaccinations of childhood.!! The Pew Research Center found in 
2015 that parents with less education were actually more concerned about 
the safety of the MMR vaccine, while parents with more education felt 
more comfortable with its safety profile.” Thus it is not clear that Reich's 
repeated assertion that vaccine-refusing families are wealthier and more 
educated than vaccinating families is true. At the least, the accepted truism 
that affluent families are more likely to exempt their children from vacci- 
nation may not be a true gauge of the general population’s actual concerns 
about vaccination. Exemption rates may track high socioeconomic status, 
but only because wealthier families may have the resources to successfully 
gain exemptions without losing necessary welfare benefits or incurring the 
attention of child protective services. In other words, constraints on poor 
parents may make acting on their vaccination concerns difficult. 

Reich’s effort to understand her informants and to explain their beliefs 
and practices is marred by her effort to demonstrate that they are wrong. 
As parents, she implies, their efforts are misplaced. She suggests that those 
who identify as researchers are hardly that, as they do not conduct the 
kind of systematic research characteristic of science and social science. 
In other words, she is extremely critical of the very “culture of individu- 
alistic parenting” that she seeks to understand.’ Moreover, she sees the 
parents’ efforts to manage their children’s uniqueness and vulnerabilities 
through nonvaccination, select schools, and special diets as reinforcing 
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the very privileges that separate them from the poor—a damning observa- 
tion from a scholar with a clear social justice agenda. Indeed, she writes 
that “taking advantage of opportunities [to advocate for their children] 
involves obligations to invest in others’ children too, obligations that are 
arguably higher for those who have the best access to high-quality food, 
healthcare, schools, housing, and resources" (239). 

But from a different angle, these parents are just participating in nor- 
mative experiences of parenting in the information age. Reich suggests as 
much in her use of the word *norm" to describe current social expecta- 
tions of maternal information gathering quoted above. Indeed, current 
scholarship in a field called biopolitics suggests that such behaviors should 
be positively cast so as to recognize the individual subject as an *ethopo- 
litical agent" who can enhance personal vitality and capacities through 
careful somatic management. As I will discuss later in the book, vaccine 
skeptics, seen this way, are ideal “biological citizens."!^ Yet for Reich, 
regardless of how they might be influenced by changes in medicine and 
parental norms, part of what is wrong with these voluntary nonvaccina- 
tors is their social class. What if we were to find that other parents, not 
so wealthy or so white, also harbored vaccination concerns? How would 
we understand their commitment to communities if many of them basi- 
cally felt that their compliance with state mandates was not voluntary but 
the result of coercion? What if those same, less well-off families wanted 
more social power to treat their children’s individualized somatic identi- 
ties? What if they want some vaccination choices too? 

Families that voluntarily forgo vaccination actively question public 
health truisms and resist what Reich terms a social contract: *Outside the 
vaccine context, there are few places where our social contract with each 
other is debated so regularly and openly" (238). For me, this is the sticki- 
est point of her argument. While I understand that her purpose is to show 
how important this particular social contract is to maintaining the health 
of communities and their most vulnerable, I have a hard time understand- 
ing how, after interviewing families that do not accept the precepts of 
such an agreement and who do not see themselves as being obligated 
within such a contract, she could continue to uphold it as existing and 
foundational to people's compliance with vaccination mandates. Reich's 
interviewees refused to accept vaccination as part of a social contract that 
mandates that they be concerned about and obligated to others over and 
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against their obligations to themselves and their own health. Making an 
argument that we need to find ways to bring voluntary nonvaccinators 
back into this particular view of a public health social contract seems to be 
ignoring how much they repudiate it. It is an interpretation that does not 
accept their understanding of themselves, their bodies, their health, and 
their social commitment as valid. And it is an interpretation grounded in 
the perception that parents who hold to such views and engage in prac- 
tices that ensue from such views are irresponsible. 


All three of the authors discussed in this chapter make their arguments 
on the basis of parental responsibility. This coherence of argument sug- 
gests that parental responsibility, not only vaccination concern, lies at the 
center of vaccine debates today. Yet the authors are not fully aligned with 
one another. Mark Largent ardently defends parental anxieties about vac- 
cines and his critique of health officials who “respond to parents’ con- 
cerns without addressing them." He and Eula Biss agree that parents 
must take responsibility for their vaccine decisions regarding their chil- 
dren, Largent explicitly through argument and Biss implicitly through the 
trajectory of her essay, in which she worries through decision-making and 
knowledge-gathering, presenting herself as someone who learns to trust 
the experts and be a responsible community member through her research 
and her experiences. Unlike Largent, Biss does not criticize scientists or 
doctors—she is much more like Offit and Mnookin in this regard. 
Jennifer Reich criticizes parental responsibility when it does not cohere 
with public health management of herd immunity through vaccination. 
In the case of her interviewees, parental research that leads to voluntary 
nonvaccination for themselves and their children is dangerous and wor- 
risome, threatening the health of the less fortunate and demonstrating a 
stratified society in which the wealthy don’t care much about the health 
of others. Such research, she implies, isn’t really research but the ferreting 
out of information that conforms to already held beliefs or that supports 
the individualistic and individualizing practices of a privileged class. 
Responsibility is necessary and good, therefore, unless the enactment 
of it leads to behaviors that contravene socially normative expectations. 
Parental responsibility for making medical decisions for their children thus 
seems somewhat precarious, never fully assured to cohere with legal man- 
dates or public health expectations. Parents have access to more health 
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information now than ever before, thanks to the Internet and an increas- 
ingly collaborative medical culture in which shared decision-making is 
a norm and patients are often asked what their preferred treatment will 
be. But parental use of that information, heralded on one side as a way 
of exerting their responsibility and reviled on the other as a fake kind of 
research that puts other children at risk, is not wholeheartedly accepted. 
It’s only good if it leads to results that are already accepted as appropriate 
by public health and medicine. 

Trusting others with the health of one’s children creates uncertainties 
that are exacerbated in the information age. To deal with these uncertain- 
ties and the difficulties of trust they engender, parents turn to a variety of 
sources, including Internet sites, social networks, celebrities interviewed 
on television talk shows, popular books, and their doctors. They do re- 
search and contribute to a context that the anthropologists Melissa Leach 
and James Fairhead describe as divided by two different kinds of science: 
“clinical/personal versus epidemiological/population.” In their words, 
“These are grounded in the different conceptual and political worlds: the 
world of parents, intimately concerned with their own children, their per- 
sonalized immunity, and their sense of personal responsibility and need to 
choose for their children’s health, versus the world of public health policy 
makers, emphasizing the societal good and political importance of mass 
vaccination.” !° To suggest that parental research is only good or worth- 
while when it ends up aligning with the epidemiological or population 
health type of science does a disservice to those parents who are engaged 
in expected norms of biopolitical citizenship of the twenty-first century 
but come up with different answers to their questions. Vaccination con- 
troversy shows us that disagreement about health outcomes and the advis- 
ability of bodily interventions can produce discordant approaches within 
science. How, as a society, we deal with these circumstances of funda- 
mental disagreement reflects how well our social contract is working. But 
the question is not how to make vaccine skeptics agree to a public health 
social contract that they repudiate. The question is how to approach vac- 
cination in such a way that the epidemiological or population view is 
understood not to be a self-evident truth, but one way among many of 
understanding evidence and establishing policies. 

Of course parents use tools at their disposal to advocate for their 
own children. Mark Largent argued as much when he described getting 
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a personal belief exemption from vaccination in order to manage his 
daughter's school attendance in the context of a fully booked pediatri- 
cian's schedule. Of course middle-class parents have more tools at their 
disposal than poorer parents, and many white parents have resources that 
are less available to parents of color. These are self-evident facts in a so- 
ciety stratified by class and race. All three of these texts raise these issues 
in various ways. The concerns raised in this chapter about socioeconomic 
status and the responsibilities of parents to protect not only their own 
children but other children cut to the heart of public health policies and 
laws concerning vaccination. 

But instead of showing us how terrible nonvaccinating parents are be- 
cause they don't care about other people's kids, I want to suggest that the 
emphasis on privilege masks the more fundamental problem of parental 
decision-making and responsibility. Reich gets at this when she suggests 
mother blaming has to stop as one part of changing the current climate 
within which vaccination decisions are made. But her numerous sugges- 
tions for change focus on bringing parents around to the epidemiological 
or population perspective, in the context of a limited acknowledgment of 
vaccine-skeptical sentiments. I think that we need more attention to the 
problem of parental responsibility altogether. 

How is it, I want to ask, that parents taking on this responsibility in 
a fully socially normative manner can be excoriated for believing the 
wrong things? Is the expectation of parental responsibility—especially the 
responsibility to do research and to understand medical procedures and 
published results of experiments—just a way of managing parents into 
socially acceptable roles and practices? Are parents who do not comply 
with the expectation that they will engage actively and knowledgeably in 
the medical care of their children lazy or indifferent—unless that medical 
care is vaccination, in which passive compliance is expected and valued? 
How informed of vaccination practice are parents supposed to be, given 
that there is no real informed consent to the procedures, simply a CDC- 
approved information sheet given out to parents as a routine element of 
the interaction? 

Vaccination is the perfect phenomenon in which to situate the study of 
these broad questions about responsibility in the information age, because 
it is a mandatory public health practice largely disseminated through 
private doctors’ offices and individualized to specific children through a 
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complex schedule and varying state laws. It represents the fragmented 
nature of our health care system in the United States, and it raises ques- 
tions about how much knowledge is necessary or good to be a responsible 
parent, especially when such knowledge turns some away from socially 
normative practices of well-child care. 

Put another way, a broader social anxiety expressed through vaccina- 
tion controversy and the discourses that constitute it may concern the 
relation of parents to the bureaucratic authority of the state. This prob- 
lem is not new. The question of parental authority over family health 
was also central to resistance to smallpox vaccination in the Victorian 
and Progressive eras.'’ Trust emerges in this context as something cre- 
ated by knowledge—one trusts the bureaucrats or medical authorities 
when one's own research confirms their mandates. Yet for those parents 
whose research suggests otherwise, the state and medical authorities 
roll out corrective and persuasive measures—more scientific defenses 
of vaccination, a signed “vaccination refusal form" forcing parents to 
acknowledge the dangers of nonvaccination, punitive actions linking 
welfare entitlements to children's vaccination status, among other mea- 
sures. Trust, of course, is not likely to be created through these kinds of 
mechanisms. 

The rest of this book explores the questions raised in this chapter, 
through discussions of denialism, scientific facts, medicalization, and the 
viral imagination in fiction and film, before turning, in the last chapter, to 
the novel findings of my research group's interview studies. The discussion 
will demonstrate, I hope, the difficulties of using references to science as 
a monolithic source of truth to dispel controversies that are inherently 
social, value-laden, and rooted in people's worldviews. Indeed, the no- 
tion that science itself produces truths that are indisputable is a theme that 
I explore. Doing so in the era of “alternative facts” has been an interesting 
exercise. In my view, “alternative facts" have always existed, and current 
political contexts have brought to the fore the shifting grounds of agreed- 
upon reality. Rather than using science as a club to bludgeon socially sa- 
lient versions of reality, we might, alternatively, explore the implications 
of disagreement in a democratic society, in which citizens must decide on 
mechanisms to manage different points of view. 


Is VACCINE REFUSAL A FORM OF 
SCIENCE DENIAL? 


Science denial seems to be all around us. There are AIDS denialists, 
climate change denialists, and vaccination denialists, among others. All 
of these folks apparently don’t believe in facts that everyone else accepts 
as true: HIV causes AIDS, global warming is caused by human activity, 
vaccinations are the single most important preventative health strategy 
ever invented and save millions of lives every year. That is, pundits claim, 
there exists a widespread group of science haters or scientific illiterates out 
there, people who either refuse to believe or don’t know how to believe 
in science itself. 

What does it mean to make these claims about science denial as a phe- 
nomenon and to identify vaccine skeptics as science deniers? Recent rhe- 
torical studies look at how denialists make their claims. Emma Bloomfield 
finds three basic patterns characteristic of denialist discourse: targeting 
the other as a villain; discounting evidence; and shifting the responsibil- 
ity of proof to the other.! I found when working on AIDS denialist dis- 
courses that some typical rhetorical patterns prevail— the scattershot 
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presentation of evidence and argument, the attack on all truth claims as- 
sociated with mainstream positions, and the suggestion of a concerted and 
organized conspiracy.”* Yet these approaches, while identifying specific 
argument strategies, don’t address what the charge of denialism does in 
public debate itself. Bloomfield may be right that deniers themselves try 
to “shut down productive discussion,” but the countercharge of denialism 
tries to do the same? 

In this chapter and the next, I focus on denialist labeling and the impli- 
cations of arguing that others are denialists. I am not interested in ensuring 
agreement that so-called deniers are wrong or establishing how to change 
their views, in part because this strategy appears to be ineffective but also, 
more importantly, because it is fraught with epistemological problems. 

The term epistemology refers to theories of knowledge. In philosophy, 
epistemology is distinguished from ontology, which refers to the nature of 
being or reality. Basically, epistemology refers to how we know things, as 
well as how we know that we know things: how, in an argument or justi- 
fication, knowledge is used or presumed, or what knowledge is thought to 
be. An epistemological problem is one that gets the knowledge part of an 
argument or claim wrong—it misconstrues who knows what, how knowl- 
edge is created or sustained in a particular circumstance, or why people 
agree with some knowledge claims yet dispute others that are seemingly 
credible. 

Every time we insist that a denier is wrong, we are making a knowledge 
claim. What I explore here is how often those claims rely on incorrect 
assumptions about how we know things and why we believe in certain 
forms of evidence. We can avoid this problem by paying attention to what 
the accusation of denialism does to the conversation—how it construes 
the facts of the case and what solutions to the disagreement are implied 
by its articulation. In this chapter and the next, then, I address the episte- 
mology of making denialist claims—asking, for example, what forms of 
knowledge are understood to be valid when claiming that someone else 
believes the wrong thing—and I suggest why a different approach to the 
so-called truth about vaccines might be profitable in the context of the 
particular controversy in which we find ourselves. 

By taking this position, I am not claiming that science has no validity, 
or that assaults on science are inconsequential. What I am trying to do is 
to shift the ground of the debate from one in which scientific truths are 
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known and valued ahead of time and all questions about them are a priori 
assaults on those evident truths. Considering what arguments about deni- 
alism do is a strategy to reorient a controversy in which current antago- 
nists speak past one another. It is a rhetorical approach that values context 
and situation over absolutist claims about truth. 

Charges of denialism often imply a cultural situation in which wrong 
beliefs proliferate—I want to explore what that implied situation is, and 
how it may, or may not, really be causing vaccination skepticism. In ad- 
dition, labeling someone a science denier suggests that person shouldn’t 
be trusted in general because they harbor wrong beliefs. Those wrong 
beliefs are part of a larger pattern, a denial of scientific facts, which, the 
argument goes, everyone should be able to recognize as true and valuable. 
As a result, exploring charges of denialism involves considering how we 
understand right and wrong beliefs about science in a democracy, that is, 
in a society defined by civil engagements over diverse beliefs and political 
positions. 

I start with the term denialism and explore its history. Denialism was 
first used to describe those who refute the Holocaust, a historical event. 
Denialism’s origins in academic and public fights over the reality of the 
Holocaust are meaningful in relation to claims of science denial: they pro- 
vide a context for understanding what history is, how historical evidence 
is understood to support shared notions of reality, and why some people 
believe in unorthodox and seemingly damaging ideas about the past. Then 
I consider what science denial is—that is, how it is portrayed and argued 
for in public debate, setting up an explicit contrast with historical denial- 
ism. I show that popular discussions of science denial utilize psychological 
rationales for explaining its durability and cultural force. We saw some 
of these psychological rationales in the discussion of The Panic Virus in 
chapter 3. This reliance on psychological theories is almost always in- 
adequate for understanding why specific forms of resistance to scientific 
evidence emerge culturally and stick with us. 

The discussion in this chapter leads directly to the next, which explores 
the history and epistemology of scientific facts and considers how public 
controversies over science denial may affect how people understand and 
come to trust certain forms of scientific evidence. Drawing on the idea 
of cultural construction and a historical approach to facts allows us to 
see how the problem of interest or bias is an ever-present threat to public 
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acceptance of science. Situating vaccine skepticism in the context of ongo- 
ing public debates about the reliability of government-sponsored scientific 
inquiry allows us to see how trust in science has been compromised. The 
call, then, to trust science (as we saw at the end of Offit’s Deadly Choices) 
is difficult to accommodate to a situation in which manipulation, corrup- 
tion, and interest have made it unclear who can be trusted. And the way 
instances of historical and scientific denialism generate responses about 
the importance of facts, truth, and trust in the scientific method suggest 
that the most salient element of the critique of denialism—that denial- 
ism is politically motivated—is routinely ignored in the public discussion 
about how to counteract its most deleterious effects on the common good. 
Considering the political, or ideological, basis of denialism forces debates 
about climate change, vaccines, and HIV/AIDS into the realm of values, 
which, in my view, is where they should be. 


Holocaust Denial, Poststructuralism, and 
the Question of Truth 


Holocaust deniers do not believe that the genocidal killing of European 
Jews by the Nazis occurred during World War II. The historian Deborah 
Lipstadt shows that Holocaust denial emerged in Europe directly after 
the war ended and “found a receptive welcome in the United States dur- 
ing the 1950s and 1960s—particularly among individuals known to have 
strong connections with antisemitic publications and extremist groups.”* 
Whereas “until the beginning of the 1970s, Holocaust denial in the United 
States was primarily the province of these fringe, extremist, and racist 
groups,” she writes, denialist ideas took hold because from the 1960s on 
poststructuralist ideas began to erode traditional conceptions of histori- 
cal truth (65, 81). Thus, while Lipstadt and other historians identify anti- 
Semitism as the primary motivation for Holocaust denial, they argue that 
it is made possible by “relativistic approach[es] to the truth [that] perme- 
ated the arena of popular culture, where there is an increasing fascination 
with, and acceptance of, the irrational."? 

Poststructuralism is a term that refers to a variety of critical methods, 
typically found in philosophy, linguistics, and literary analysis. What Lip- 
stadt and others are referring to is a particular form of poststructuralist 
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analysis, called deconstruction, that emphasizes the undecidability of tex- 
tual interpretation. Undecidability refers to the difficulty of settling on one 
singular meaning for any given linguistic expression. For deconstruction- 
ists, language is fundamentally ambiguous, and writing always presents 
internal contradictions of meaning. Deconstructive interpretation often 
shows how various meanings compete with one another throughout a 
text, emphasizing the arbitrary nature of our interpretive choices. 

Poststructuralism is often confused with postmodernism, a trend in ar- 
chitecture and the arts that emphasizes the local contexts of meaning in a 
broader, and chaotic, world. Postmodernism heralded the end of “grand 
narratives” and emphasized the fragmentary and contingent nature of ar- 
tistic expression and interpretation. One can understand poststructural- 
ism, and deconstruction more specifically, as philosophical trends within 
postmodern sensibilities. Poststructuralist approaches to historical anal- 
ysis do challenge traditional approaches to the truth, insofar as decon- 
struction puts unitary truth in question by emphasizing incommensurable 
conflicts of meaning within texts. Yet by putting truth “under erasure,” 
deconstruction doesn’t do away with the idea of truth—it is not a form of 
nihilism, although some critics do make this claim. Deconstruction sug- 
gests that truth is not self-evident and that multiple truths compete for 
legitimacy in any given discourse. 

It is striking that two prominent books on Holocaust denial, Lipstadt’s 
Denying the Holocaust: The Growing Assault on Truth and Memory and 
Michael Shermer and Alex Grobman’s Denying History: Who Says the 
Holocaust Never Happened and Why Do They Say It?, suggest that a 
relatively abstruse philosophical trend laid the groundwork for the ac- 
ceptance of Holocaust denial across a broad swath of the US population. 
To my mind, Lipstadt provides a better discussion of poststructuralist 
ideas than Shermer and Grobman, beginning with the notion that “vari- 
ous scholars began to argue that texts had no fixed meaning.”® Lipstadt 
connects this philosophy of the radical ambiguity of textual meaning to 
other trends that seemed to lead to an obsession with irrationality (she 
refers to recurring conspiracy theories about John F. Kennedy's death) and 
to the debasing of history when “history is rewritten for political ends and 
scientific historiography is replaced . . . with ‘ideological conformity"? 
(19). For Lipstadt (as well as Shermer and Grobman), poststructuralist ap- 
proaches to facts and meaning make it difficult to establish shared notions 
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of history: “These attacks on history and knowledge have the potential to 
alter dramatically the way established truth is transmitted from genera- 
tion to generation. . . . No fact, no event, and no aspect of history has any 
fixed meaning or content. Any truth can be retold. Any fact can be recast. 
There is no ultimate historical reality” (19). 

Lipstadt, Shermer, and Grobman see both poststructuralism and Holo- 
caust denial as assaults on the practice of history. For them, a particular 
form of heinous belief and its spread throughout certain populations show 
that traditional notions of history are crumbling, to our peril. Shermer 
and Grobman in particular discuss the practice of history at length—what 
constitutes good history and how to differentiate “legitimate revision” 
from “denial.”’ There is a significant focus in their book, Denying His- 
tory, on boundaries and rules, that is, what allows one to distinguish good 
history from bad. (This response is remarkably like mainstream responses 
to vaccine skepticism and refusal—that vaccine skeptics are scientifically 
illiterate and, therefore, can’t distinguish reputable science from pseudo- 
science.) Lipstadt herself won’t appear with Holocaust deniers publicly 
because such appearances confer legitimacy to their claims. To appear on 
television or in other public contexts discussing the Holocaust with de- 
niers would suggest that there are facts on the “other side,” and propose 
that the other side is simply interpreting the facts differently. For Lipstadt, 
that portrayal of the situation is unacceptable. Like scientists in vaccina- 
tion controversy, the historians discussed here do not accede that there is 
a public debate about the Holocaust. Instead, there is the truth and there 
are deniers. 

In this argument, reliable and objective practices produce or reveal his- 
torical truths. Yet these historians must deal with the fact that the practice 
of history is a subjective endeavor: “The obstacle confronts all scientists, 
but in most fields the built-in self-correcting mechanisms of science help 
separate fact from fiction. Not so for most historians, whose subject of 
study is in the past, making the testing of hypotheses difficult."? The prob- 
lem of interpretation haunts these texts, whose authors want a surefire 
way to show that Holocaust deniers are wrong, but over and over again 
run into the problem of subjectivity in understanding the past. 

It is important to note that neither Lipstadt nor Shermer and Grobman 
are arguing that poststructuralism caused Holocaust denial. Rather, they 
argue that poststructuralist ideas undermine shared notions of what counts 
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as the truth, thereby creating a context in which radical challenges to the 
evidentiary record of the Holocaust can be accepted. In other words, they 
are saying that poststructuralist ideas make ordinary people vulnerable to 
the manipulations of fringe extremists. Similar ideas have been put for- 
ward about the role of the Internet in spreading antivaccination ideas. 
Anna Kata argues, in “A Postmodern Pandora’s Box: Anti-vaccination 
Misinformation on the Internet,” that postmodernism, with its critique of 
authority and expertise, lays the groundwork for the spread of antivac- 
cination ideas on the Internet.’ In particular, she writes, “postmodernism 
does not accept one source of ‘truth’—a philosophy adopted by the anti- 
vaccination movement. . . . The Internet acts as a postmodern Pandora’s 
box, releasing arguments that are not easily dismissible" (1715). These in- 
terpretations agree about the erosion of shared understanding of the truth 
across several cultural domains. For many historians and scientists, this 
phenomenon is dangerous, because traditional notions of how to tell that 
something is true disappear, as a function either of a philosophical trend 
(poststructuralism or postmodernism) or of a medium (the Internet).!? 

These authors are right to suggest that poststructuralism presents a 
challenge to traditional history. However, their response—to demonstrate 
that the Holocaust did happen and, in the case of Shermer and Grobman, 
to argue for a kind of scientific historical method that depends on a *con- 
vergence of evidence" to establish historical facts—means that they have 
conceded, in a sense, to the deniers’ challenge to remain “in the realm of 
proof, or forensic rhetoric."!! For these authors, the historical problem 
of questioning the Holocaust (or any fixed truth) demands the response 
that history is the practice of discovering the reality of the past (Lipstadt's 
version) or that history is a scientific discipline based on a reliable and 
systematic method of gathering and interpreting evidence (Shermer and 
Grobman’s version). To my mind, another response, albeit more in keep- 
ing with poststructuralist philosophy, would be that the ambiguity of 
textual meaning and, therefore, the relative ambiguity of documentary 
evidence suggest that we establish the truth on other grounds. Some evi- 
dence is better than other evidence, but the way we decide which evidence 
is convincing is variable, ambivalent, and constructed—not guaranteed by 
method or specific forms of evidence. 

That is, poststructuralist approaches, and deconstruction in particu- 
lar, can help us to understand the contingencies that influence how we 
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understand and evaluate evidence. Poststructuralism suggests that our 
decisions about textual and other forms of evidence, in the face of their 
inherent ambiguity, are choices contingent on a variety of circumstances, 
including trust, disposition, prejudice, knowledge, and language. The evi- 
dence does not “speak for itself,” because speech (as well as writing) is 
inherently ambiguous. We stabilize inherently unstable meanings by re- 
course to contextual factors that are external to documentary and textual 
evidence. 

In my estimation, stronger arguments against Holocaust denial are 
available when one accepts the subjectivity of historical understanding— 
and the related contingencies of deciding what is true. Interpretation 
and the implications of particular interpretations are precisely what is 
at issue. Accepting historical subjectivity allows us to pinpoint what is 
objectionable in Holocaust denial: the ideological nature of resistance to 
the Holocaust, that is, anti-Semitism. Starting with the corrosive effect of 
anti-Semitism—its pervasive influence on the way history is understood, 
evidence is arrayed, and human experience is represented—provides a way 
to see denial as a politically motivated vehicle for prejudice against Jews. 
But starting with anti-Semitism is starting with an interpretive position 
rather than with the evidence; by accepting the existence of anti-Semitism, 
I am already understanding Holocaust denial through its lens. 

Seeing Holocaust denial as a specific result of anti-Semitism allows us 
to understand its particular moral implications, indeed, the way that de- 
nialism in this instance deflects moral accountability. Some deniers argue 
that all suffering in wartime is horrific—suggesting, in other words, that 
the Final Solution was just part of the regular business of war. Holocaust 
deniers argue that the death of millions of Jews and others in Nazi concen- 
tration camps is either (1) a fiction perpetrated by a conspiracy or (2) what 
is to be expected of the circumstance. That is, Holocaust deniers appear 
either to repudiate the existence of evidence persuasive to the majority 
or to argue that such evidence is immaterial because it points only to the 
ordinary violence typical of war. Either way, Holocaust deniers refuse to 
accept a moral understanding of Nazi concentration camps and the Final 
Solution—they evade that moral understanding through denial. 

Denialism’s diminishment of documentary evidence and its downplay- 
ing of the horrors in survivor narratives contribute to this moral problem, 
but, in my view, establishing proper historical method will never fully 
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refute historical denial that is a cover for moral bankruptcy. If Holocaust 
denial is caused by anti-Semitism, then improved method won’t effectively 
counter it because poor method isn’t the problem. Ideology is. 


Science Denial and the Question of Belief 


For the law professor and psychologist Dan Kahan, denialism is not only 
not a helpful or accurate descriptor for vaccine skeptics; it is a form of la- 
beling that contributes to, rather than explicates, voluntary nonvaccina- 
tion.’ He argues that putting vaccine skeptics in the same category as 
those who don’t believe in evolution or climate change is a very question- 
able communication practice, because it lumps together different groups 
of people: “Critics of mandatory vaccination are small in number and 
their hostility to vaccines is generally unshared by the majority of the 
population. Positions on evolution and climate change, by contrast, are 
highly charged symbols for cultural groups” (54). Creating a broad cate- 
gory of science denial, in his view, can actually strengthen the phenome- 
non you are trying to counteract. Kahan promotes science communication 
practices that are based on understanding how the cultural context in- 
fluences decision-making in the context of risks. Analyzing controversies 
over the rollout and implementation of Gardasil, the Merck vaccine for 
HPV, Kahan demonstrates how poor communication practices actually 
created resistance to vaccination by polarizing the population, which led 
to increased “pressure to conform their perceptions of risk to those that 
distinguish their group from competing ones” (54). Portraying vaccine 
skeptics as denialists “needlessly risks provoking the same cultural cog- 
nition dynamics that impeded reasoned public engagement with the HPV 
vaccine” (54). He notes earlier that “misleadingly implying that increasing 
numbers of parents are fearfully refusing vaccination could create exactly 
such fear and resistance” (54). In this way Kahan shows how denialist la- 
beling, as an argument strategy, can backfire against those trying to in- 
crease trust in vaccination. 

Yet discussions of science denial inevitably gather together climate 
change deniers, AIDS denialists, and creationists (among others), as 
if the same issues are at stake in each controversy, as well as the same 
mechanisms of denialist expression. Focusing on those mechanisms of 
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expression, or rhetorics, Mark Hoofnagle of the Denialism Blog states 
outright that “denialism is the employment of rhetorical tactics to give the 
appearance of argument or legitimate debate, when in actuality there is 
none." In my discussion of denialism in my 2011 book, Viral Mothers, 
I explored specific rhetorical tactics that made AIDS denialism an avail- 
able oppositional discourse for global breastfeeding advocates, and my 
analysis supported the idea that denialism functions as a rhetorical re- 
source for people wanting to produce a “cultural challenge to authority 
and what is perceived to be hegemonic belief."!^ Yet in arguing that deni- 
alist arguments can be shown to share common rhetorical characteristics, 
I was not then and am not now trying to suggest that they are based on a 
similar resistance to science in general, as the term science denial implies. 
Denialist claims are more profitably examined in the specific contexts in 
which they are expressed. Resistance to the scientific consensus on each of 
these issues—evolution, HIV/AIDS, climate change, and so on—expresses 
a distinct set of cultural concerns. The rhetorical similarity of method 
should not be confused with the actual things that worry people. 

The lumping together of various resisters leads to predictable ways to 
counteract so-called science denial. I Fucking Love Science, a popular sci- 
ence blog, does this in introducing the idea of inoculation theory, which 
guides the teaching of science by refuting common misconceptions.’ 
Michael Specter's 2009 book, Denialism: How Irrational Thinking Hin- 
ders Scientific Progress, Harms tbe Planet, and Tbreatens Our Lives, ar- 
gues that people act out of irrational fears against valuable medications, 
genetically modified foods, vaccinations, race-based approaches to medical 
treatments, all the while using supplements for which there is no scientific 
support.!® Sara Gorman and Jack Gorman, coauthors of Denying to the 
Grave: Why We Ignore the Facts That Will Save Us, look specifically at 
what they call health science denial, using a similar approach identifying 
psychological impediments to reason." Andrew Shtulman, in scienceblind: 
Why Our Intuitive Theories about the World Are So Often Wrong, uses 
the notion of intuitive theories to explain why so many of us don’t rely on 
actual scientific concepts to explain the natural world—and so often get 
causality wrong.'® By characterizing skepticism about these modern de- 
velopments as science denial, critics see a kind of cultural blindness to the 
value of science that is rooted in psychological mechanisms that, while nor- 
mal, impede rational thinking that appropriately utilizes scientific evidence. 
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In putting the origin of science denial inside of individuals’ heads, in- 
stead of the cultural context in which they live, denialism’s critics suggest 
strategies to overcome it that are essentially psychological—appealing 
to people’s emotions, developing science’s own charismatic leaders, and 
counteracting poor decision-making patterns. By putting science deniers 
together, critics suggest that what joins them is denial itself, not the spe- 
cific arguments that they muster, the concerns they express, or the charges 
that they make against mainstream scientific positions and the evidence 
that is supposed to persuade them. Specter suggests that the “march of 
technology” is culturally necessary and those who are opposed to it base 
their decisions on fear: “Denialism is often a natural response to this loss 
of control, an attempt to scale the world to dimensions we can compre- 
hend.”!? Gorman and Gorman refer to evolutionary psychology: 


Many of the thought processes that allow us to be human, to have empa- 
thy, to function in society, and to survive as a species from an evolutionary 
standpoint can lead us astray when applied to what scientists refer to as sci- 
entific reasoning. . . . In this book, we explore the psychology and neurobi- 
ology of poor health decisions and irrational health beliefs, arguing that in 
many cases the psychological impulses are adaptive . . . but are often applied 
in a maladaptive way.?? 


Shtulman's reliance on intuitive theories allows him to show how they are 
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*coherent," *widespread," and *robust"—and therefore more difficult to 
dislodge than simple “factual errors” about scientific processes.?! These psy- 
chological approaches suggest that deniers just need to change their minds, 
because the problem is the way that they think. *Inoculate" them against 
denialist beliefs, debunk their misconceptions, demonstrate their irrational- 
ities, or simply teach them better from an early age: these strategies aim to 
fix the thought processes of deniers, who are imagined, fundamentally, to 
misunderstand both how science works and why scientific facts should be 
trusted. 

The creation of the broad category science denial and the use of psy- 
chological theories to address its adherents’ wrong thinking are linked 
strategies: these writers and researchers are able to identify universal psy- 
chological problems as the cause of science denial by labeling it as such. 
The psychological approach aims to identify and repair the general psy- 
chological processes that lead people to think incorrectly and therefore to 
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resist the reasonable scientific information presented to them. But you can 
only take this approach—that there are general psychological processes 
that support people’s wrong thinking—if there is a general problem to 
be solved, a problem that is not defined or circumscribed by specific criti- 
cisms or concerns. These strategies allow those who are trying to argue 
for science to do exactly what Dan Kahan has argued against—putting 
strange bedfellows together so that they appear to be the same. Of course, 
Kahan himself has a psychological rationale for this behavior (his concept 
of cultural cognition), but the point still stands. Science denial as a con- 
cept justifies the psychological approach that emphasizes wrong think- 
ing and an inability to be rational, just as the psychological approach is 
strengthened if the problem is generalizable rather than specific. 

Yet science is not a monolith. That, of course, is its strength—the fact 
that scientific ideas are debated, experiments are conducted to test hypoth- 
eses, and results are interpreted variously and sometimes overturned. Dis- 
cussion, dissension, and disagreement within scientific circles are strengths 
of modern scientific endeavor, as they are meant to lead to better science 
through the normative model of experimental refutation. It is normal for 
scientists to try to refute each other’s claims—to disagree with one another 
just enough to devise experiments meant to test prior results—as a way 
of confirming important findings and moving science toward consensus. 
When ordinary individuals—nonscientists—participate in this endeavor, 
they are sometimes called citizen scientists. Often, however, their credibil- 
ity is undermined by claims that they are not scientists and therefore not 
qualified to evaluate scientific findings.” Who, then, is qualified to make 
claims against scientific orthodoxy? And how are beliefs attached to our 
own understanding of scientific credibility and what makes an argument 
about scientific findings persuasive? 

Many AIDS denialists are scientists, and some are doctors. Many cli- 
mate change deniers are also scientists, although the blogs are quick to 
point out that they aren't climate scientists, just as they are quick to point 
out that few (if any) AIDS denialists are retrovirologists. This problem of 
the high educational level of many supposed science deniers bedevils crit- 
ics’ arguments. If one has to be some kind of superexpert to understand 
the particular science involved—a particular kind of scientist, rather than 
just a scientist —then ordinary citizens’ belief in climate change, or the fact 
that HIV causes AIDS, or that the earth has been around for more than 
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a few thousand years is based on trust rather than actual scientific rea- 
soning. Indeed, the idea that we must trust climate scientists, 97 percent 
of whom believe in global warming, against our individual experiences 
of cold winters (for example), demonstrates the significance of trust in 
experts as a crucial element of the public discussion. I’m not arguing that 
we shouldn't trust climate scientists in this regard; indeed, I do. What Pm 
suggesting is that my trust in their statistics and interpretations of those 
statistics is not necessarily rational. It is based on my sense that they are 
likely to be telling the truth, because the science of climate change is not 
something I understand deeply. 

To be honest, for me a singularly persuasive element about cli- 
mate change arguments is the effort that we must make to rectify global 
warming—that is, the narrated warnings about dire futures. The effort is 
so enormous—including drastically reducing automobile travel, air con- 
ditioning, and air travel (as brief examples)—no one in their right mind 
would contemplate it if not absolutely necessary. I once attended a confer- 
ence session at which the physician giving a presentation on health and 
environmental issues said that the real figure for energy use decrease in the 
United States to counteract global warming is somewhere around 75 per- 
cent. That shocked me. I can imagine a 25 percent reduction, perhaps even 
a 50 percent reduction, but 75 percent? How would I wash my clothes, 
my dishes, myself in that scenario? Thus, I am persuaded by the general, 
television-worthy evidence of warming, for sure, but in the context of 
my sense that only committed and truth-telling people would tell stories 
that include dire predictions about human survival. I don't have a way of 
understanding the data that would allow me to say that I know by actual 
study of the evidence that climate scientists are correct. I am persuaded, 
then, because I think that climate scientists would tell such stories only if 
they were truly afraid of the consequences of not doing anything to reduce 
global warming. I believe in them. 

My reasoning is open to criticism—I can imagine someone suggesting 
to me that only doomsday aficionados would create such a dire scenario 
and narrate it publicly, probably to elevate their own stature and enhance 
funding streams to their labs. I myself tend toward doomsday scenarios 
and depressive fiction—my husband and I loaded up on canned beans 
and other nonperishables in the weeks ahead of Y2K, sure that the grid 
would go down, and we would have to fend for ourselves and our two 
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children with our camp stove. I thought that Ebola was likely to spread 
like wildfire across the United States in fall 2014, because I misunder- 
stood how difficult it is to actually infect someone with Ebola. I like sad 
novels and movies, and I read stories about disasters like the Shackleton 
shipwreck and climbing deaths on Mount Everest. Does that mean I am 
predisposed to accept dire global warming scenarios? It’s entirely possible, 
although I’m not aware of any studies that try to link attitudes toward 
climate change with reading habits or depressive outlooks. While writing 
this book I lived in a state where a former attorney general tried for years 
to gain access to email messages from a climate scientist who used to 
work at a state university. The attorney general was trying to prove that 
state funding was used fraudulently. It was an entirely political gesture, 
especially because the scientist didn’t even work in the state anymore, and 
it helped to convince me that the effort to repudiate climate science was 
not on the up-and-up. 

My point here is that belief in evidence is culturally situated; it is not 
just an effect of cognitive processes. It is both inside and outside of us 
as individuals, and is affected by politics, culture, social networks, tem- 
perament, and the way we understand scientific evidence to be related to 
personal experience. Psychological approaches that identify wrong beliefs 
and the supposedly improper processes that lead to them ignore what 
really bothers people in the specific instances of their resistance to main- 
stream scientific evidence and arguments. Thus, while there may be people 
whose worldview is completely opposed to the practices and philosophy 
of modern science, in general science denial appears to be a poor way to 
address the specific beliefs of vaccine skeptics. 


Vaccine Skepticism as Science Denial, Wrong 
Thinking, and Culture 


Michael Specter titles his chapter in Denialism on vaccine resistance “Vac- 
cines and the Great Denial??? Like other authors on vaccine skepticism, 
Specter runs through the usual suspects in his chapter—the 1998 Wake- 
field article in The Lancet, the IOM report on immunization safety in 
2004 that exonerated both thimerosal and the MMR vaccine of caus- 
ing autism, Jenny McCarthy and Generation Rescue, Barbara Loe Fisher 
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and the National Vaccine Information Center, RFK Jr. and “Deadly Im- 
munity,” representative Dan Burton, the differences between ethylmer- 
cury and methylmercury, among other individuals and topics. Yet because 
Specter’s general topic is denialism, his interpretation of vaccine skepti- 
cism is somewhat different from what we have seen already in books by 
Paul Offit, Seth Mnookin, Mark Largent, Eula Biss, and Jennifer Reich. 
Making his arguments within a larger set of claims about science denial 
has some interesting consequences. 

For one thing, suspicion of science becomes the origin, not the effect, of 
vaccine resistance. For example, in discussing how AIDS activism changed 
expectations about medical treatment and shared decision-making, Spec- 
ter writes, “The rise of such skepticism toward the scientific establishment 
(as well as the growing sense of anxiety about environmental threats to 
our physical health) has led millions to question the authority they once 
granted, by default, not only to their doctors, but also to organizations 
like the National Academy of Sciences” (65). He explicitly brings up the 
issue of trust, but then derisively suggests that “because this is the age 
of denialism, evidence that any pharmaceutical company has engaged in 
venal behavior means they all have” (65; emphasis in original). Indeed, he 
writes later in the chapter, “Instincts evolve. We have become inherently 
suspicious of science, so when a drug company or researcher does some- 
thing wrong, fails to show data that could be harmful, for example, or 
when there’s an issue having to do with the safety of a particular product, 
it feeds into the underlying suspicion and permits people to say, ‘Ah! All 
of science is bad’” (87). 

For Specter, irrational fears of progress fuel suspicion of science and 
denial of its contributions to modern life. In general, he defends the main- 
stream position that fear of disease has diminished as a result of successful 
vaccination programs, and only the return of disease will cause parents 
to trust vaccines again. At the end of “Vaccines and the Great Denial,” 
he asks, rhetorically, “How many American children will have to die 
in order to make the point that vaccinations are vital?” (101). Interest- 
ingly, he himself acknowledges that a similar argument is made by Jenny 
McCarthy, a figure he criticizes for her outsized influence on vaccine skep- 
ticism. He quotes McCarthy as saying, “I do believe sadly that it’s going 
to take some diseases coming back to realize that we need to change and 
develop vaccines that are safe. . . . If you give us a safe vaccine, we'll use 
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it” (94). That he agrees with Jenny McCarthy on this point is not made 
clear at all in his text, because Specter’s purpose is to demonstrate that her 
views and those of other vaccine skeptics are based on the irrational fears 
of science denial. 

Thus, as I argued more generally in the previous section, creating a 
category of disbelief that causes various forms of resistance to science’s 
evident progress and success allows Specter to avoid understanding how 
specific circumstances motivate parents and others to question vaccines. 
His characterization of science denial also suggests the kind of solution 
that many science denial critics propose to counteract the problem— 
correct misconceptions with facts, although gently, because denialists 
don't give up their views easily. 

Gorman and Gorman make similar arguments throughout Denying to 
the Grave, although they make their case through evolutionary arguments 
about the adaptive functions of particular forms of decision-making that 
interfere with optimal scientific reasoning. Shtulman is similar in arguing 
that “there is a fundamental disconnect between the cognitive abilities 
of individual humans and the cognitive demands of modern society.”* 
The Gormans’ conclusions set out somewhat contradictory methods for 
counteracting the poor, emotion-laden decision-making processes that 
ordinary people use—they recommend better education in statistics and 
scientific method for children, at the same time acknowledging that peo- 
ple respond to emotions and narratives more positively than to statistics 
and reason. The problem for the Gormans is that they believe reason and 
the scientific method should trump personal experience, emotion, and in- 
dividuality absolutely. They suggest that those very things that make us 
human—our tendencies toward empathy, emotional connection, and a 
reliance on experience rather than abstraction in making decisions about 
self and family—are the things we must guard against. 

Shtulman likewise argues that scientific reasoning is as important for 
the social good as moral reasoning in terms of how we interact with our 
fellow human beings. Indeed, he argues that we must “think like sci- 
entists” in order to “reap the benefits of science” in the modern world 
(253). All of these authors understand science to stand against personal 
experience and the anecdotal and narrative forms of human connection 
that make life meaningful. In a sense, these authors ultimately argue that 
we need to learn to be less like we are naturally, to fight against what are 
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portrayed as natural modes of thinking and doing, in order to follow sci- 
entifically determined steps toward better health and well-being. 

Yet in a philosophical system that separates emotion from reason and 
depends on reason to establish what counts as a fact and the way we 
create facts, emotion will always come in second as a factor in decision- 
making. Gorman and Gorman write repeatedly about locations in the 
brain that regulate emotion and get fired up when faced with a charis- 
matic leader. But identifying brain structures and neural mechanisms is a 
sideshow. Enlightenment philosophies influence our values, the theoretical 
and experimental practice we call science, and what counts as a fact. That 
is, Enlightenment philosophies are the basis for the split between reason 
and emotion that makes arguments like the Gormans' possible. But they 
constitute only one way to slice the cake of human nature. 

That what makes us human is also what makes us fallible and poor 
estimators of risk is an old story. Beware the poets and Sophists—they 
will manipulate you. Use reason and careful, deductive thinking to de- 
termine truths that are universal. Such thinking goes against our nature 
but can be learned and practiced. We must guard against our natural 
tendencies and teach our children to discipline their own minds for bet- 
ter outcomes. Yet again and again we go against our best intentions—we 
buy the lottery ticket (because it is fun to have a little hope), we neglect 
sunscreen (because we like a tan), we drive rather than fly (since in a car 
we are behind the wheel and feel in control, even if it is actually more 
dangerous). 

I do agree with Specter and the Gormans that wrong thinking con- 
tributes to misperceptions of risk. When my daughter was about to go to 
France for eight months, directly after a terrorist incident at the Rouen 
cathedral (about an hour from where she would be living), my elderly 
mother expressed her concerns. “Mom,” I replied, “every time she drives 
on Interstate 81 to visit her boyfriend in Charlottesville she puts herself at 
greater risk than living in France right now.” That is just one example—an 
easy cherry pick to demonstrate how much terrorism occupies our imagi- 
nations while routine dangers go unnoticed. But I would argue, with Mary 
Douglas and Aaron Wildavsky, that a more profitable approach looks 
at how risk perceptions are keyed to protecting core cultural institutions 
(such as automobile infrastructures).2° We don't see those risks because 
they are masked by our reliance on the things that are actually dangerous 
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to us. One doesn’t need a psychological theory to demonstrate why we are 
blind to them—a cultural explanation is available. 

Why is culture a better explanatory framework than the mind? For 
one thing, cultures differ, and thus the explanations that are based on 
understanding them as the contexts for belief are grounded in people’s 
lived experiences, not generalized theories about reasoning or neurologi- 
cal mechanisms. And we have extensive ethnographic data about how 
people’s lived experiences shape their realities. As Melissa Leach and 
James Fairhead have shown in their 2007 book, Vaccine Anxieties: Global 
Science, Child Health, and Society, understanding of vaccination risks and 
benefits differs in different cultural contexts. When you use cultural- 
ist frameworks to explore people’s beliefs and practices (in other words, 
when you indulge in anthropological thinking), you have to address the 
specificity of what people believe and why it arises in a particular time 
and place. In other words, you have to pay attention to what is actually 
in front of you, rather than using it, through inductive reasoning, as an 
instance of a larger pattern (such as science denial) that transcends the 
particular circumstance. 

Such an approach is evident in Nicoli Nattrass’s book, The AIDS Con- 
spiracy: Science Fights Back. Nattrass is specifically interested in under- 
standing AIDS denialism in South Africa, which leads her to pay close 
attention to the situation there in the 1990s and early 2000s. The ap- 
proach she uses understands both global and local contexts as influenc- 
ing: “The idea that AIDS conspiracy theories travel easily while adapting 
to local conditions is consistent with what scholars of urban legends call 
‘ecotypification.’ In this approach, contemporary legends have two ‘an- 
chors,’ a ‘legend kernel that remains constant across social situations’ 
and the ‘details of ecotypification rooted in local settings.""?? She also 
acknowledges that there are divergent reasons for why people subscribe 
to conspiracy beliefs or denialist positions, and that these encompass both 
culture and psychology: “History and social context matter—but this is 
far from the only thing that determines whether particular individuals 
choose to endorse AIDS conspiracy beliefs or not. Individual psychologies, 
experiences, and social circumstances act to shape why some individuals 
in the same broad sociohistorical context find AIDS conspiracy beliefs 
compelling, while others do not" (42). Nattrass argues that symbolic fig- 
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ures like the “hero scientist,” “living icon," “cultropreneur,” and “praise 


Is Vaccine Refusal a Form of Science Denial? 105 


singer” play key roles in persuading people to adopt denialist positions, 
as does a “cultic milieu,” which is a “fluid countercultural space in which 
alternative therapies and conspiracy theories flourish” (3—5).?? 

In the end, Nattrass draws an analogy between AIDS dissident sci- 
entists and the “hero scientist" of vaccine skepticism—namely, Andrew 
Wakefield. While I don't agree fully with her analysis, or the terms she 
relies on, she provides a compelling interpretation of how conspiracy 
theories, denialist assertions, and what she calls *the AIDS conspirato- 
rial move" operate in the cultural sphere and especially in South Africa. 
Her questions attend to the specific circumstances of AIDS denialism and 
conspiratorial accusations, trying to address the problem of why people 
believe in things that kill them (or why they refuse to believe in things that 
will help them to live). 

Without an understanding of the cultural forces she identifies, as well 
as the contexts in which they play a role, interpretations of denialism seem 
unanchored to specific circumstances. For example, in addressing South 
African AIDS denialism, Nattrass writes: 


The post-apartheid context was also one in which the power of science was 
being felt in more intimate ways, not only with regard to the HIV epidemic, 
with its complicated testing and treatment regimens, but also in the genetic 
engineering of food. This may also have generated new insecurities, perhaps 
with ramifications for how people think about the origin of HIV. For exam- 
ple, in a focus group discussion among AIDS conspiracy believers in Cape 
Town, ... comments suggest a distinct ambiguity toward science in that it 
is both distrusted (for meddling with nature) and recognized to be power- 
ful, perhaps even to the point of developing a cure for HIV. But even so, the 
process of scientific experimentation is clearly perceived as fraught with 
danger. (20-21) 


Here the relation between a concern about GMOs and concerns about 
HIV as the cause of AIDS is not one of similarity but of articulation— 
the one establishes a disposition that affects how people think about the 
other. They are related, but not the same. The complexity of concerns, 
then, is acknowledged, and the ambivalence evident in some people's ap- 
proach to science is recognized in their statements, rather than dismissed 
as simply not acknowledging the positive power that science plays in ev- 
eryone's lives. Thinking through the cultural context—thinking through 
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a culturalist approach that takes people’s beliefs seriously—provides a 
richer understanding of the situations that result when some people refuse 
to believe things that the majority know to be true. It does so by paying 
closer attention to what bothers people, as well as what they believe, and 
it situates those concerns and beliefs with respect to both broader trends 
and the particular locations in which they are expressed. 

Are Michael Specter, Andrew Shtulman, and Sara and Jack Gorman 
wrong that psychological mechanisms play a role in various forms of re- 
sistance to scientific information and argument? I don’t know. In the con- 
text of a psychological framework, their arguments make sense, and the 
Gormans especially offer important, though qualified, suggestions about 
how to change people’s minds when they are engaged in practices that are 
bad for their health. They also demonstrate, somewhat convincingly, that 
education in science should engage children in actual scientific thinking 
rather than less meaningful, rote activities. But the main problem with the 
psychological approach that dominates these three books is that it identi- 
fies the wrong problem at stake in vaccine skepticism. Making the specific 
resistance to vaccination just another instance of something called science 
denial repudiates the actual concerns of many people, not just those who 
forgo vaccinations. And it separates scientific endeavor from the realm of 
belief and emotion, when, in fact, beliefs and emotions are crucial to the 
way people engage in and support (or repudiate) science. 

One of the Gormans’ key examples about poor science education in 
elementary schools—an exercise in leaf collecting that Sara’s older sister 
had to engage in as a child—is laden with negative emotion: the mem- 
ory of the assignment is “pain and agony,” and there was no knowledge 
gained from it. Sara Gorman reports that she “never forgets this because 
the project tortured Rachel."?? Yet this report is entirely anecdotal—the 
authors do not indicate that they interviewed Rachel’s classmates to see if 
their reported experience was similar, even though it is plausible that other 
children loved the assignment, and perhaps one or two actually became 
plant biologists as a result. The point here, just as in my previous discus- 
sion of my personal belief in climate change, is that beliefs cannot ever be 
fully subject to reason; they are always at least partially, if not fully, based 
on experience and influenced by emotions or other affective responses. 
I don’t know if leaf collecting has a valid backing in biological education; 
I am not a science educator. I remember having to do a similarly torturous 
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insect collection for a ninth-grade biology class. I am sympathetic to the 
experience recounted by the Gormans, but that is largely an effect of my 
own experience, and not my understanding of the role of collecting in the 
biological sciences or how biological facts are created and sustained. 

For Michael Specter, Sara and Jack Gorman, and Andrew Shtulman, 
science denialists engage in wrong thinking; they believe in facts that are 
not true, that is, in things that are not properly facts. It is easy to see why 
these writers focus on the purported psychological mechanisms that en- 
courage people to believe in things that are simply wrong. If the problem 
is wrong thinking, then people can be educated to think better—and bet- 
ter thinking will be scientifically based, mindful of ordinary psychological 
pitfalls. Such thinking will lead to decisions that cohere with the scientific 
and medical mainstream; in that sense, such decisions will be correct. In 
this way, making vaccine skepticism a form of science denial and defining 
science denial as the result of identifiable cognitive errors allow these au- 
thors to suggest how to correct denialism without calling anyone stupid. 
And people’s cultural affiliations—the contexts that sustain such wrong 
thinking—are not maligned. The Gormans are especially attuned to this 
potential problem, emphasizing that we all engage in behaviors that re- 
sult from common psychological misperceptions. What this explanation 
does not account for, however, is profound disagreement with regard to 
the facts of the matter. What if people’s beliefs are simply, and basically, 
different? 


Vaccine skeptics don’t believe in the same facts that vaccine proponents 
do. Earlier in this chapter I showed how some historians were commit- 
ted to demonstrating that good, systematic, and scientifically accurate his- 
tory produces convincing evidence of the factual nature of the Holocaust. 
These historians believe that their methods offer evidence of a shared past 
that everyone can believe in. Yet Holocaust deniers clearly discount such 
evidence, suggesting that the production of that evidence is tainted by im- 
proper influence. That most of us understand the deniers’ concern to be 
evidence of anti-Semitism doesn’t change the fact that the deniers simply 
don’t agree. They do not share the mainstream consensus about the facts 
of the Holocaust. 

I am not suggesting that the facts of the Holocaust should be in ques- 
tion because deniers claim that they are. What I do want to suggest is that 
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the question of denialism—historical and scientific—appears to hinge on 
what constitutes a fact and how people are brought to believe in certain 
facts as true. In the next chapter, I will explore this problem by looking 
at the history of “the modern fact,” as Mary Poovey puts it, as well as 
how doubt can be manipulated so that trust in the scientific enterprise 
is diminished.?! Here I want to conclude by returning to the question of 
denialist labeling that I began with. I have tried to show that people be- 
lieve different things; that belief in scientific evidence is not given in the 
scientific method but a product of context and, importantly, the influence 
of affective factors; and that culture is a more fruitful explanatory fram- 
ing for health beliefs and practices than psychology because attention to 
culture forces us to identify the specific concerns that people have and 
understand how those concerns are related to their lived experiences. If we 
accept my arguments as plausible accounts of people’s engagements with 
science, how do we understand vaccination resistance in relation to what 
many people think of as science denial? 

Holocaust denial teaches us that motivations and bias matter. It also 
shows that purified method does not guarantee agreement. Indeed, one 
might go so far as to say that Holocaust denial demonstrates the contin- 
gency of the truth—how much historical truths rely on people agreeing to 
them through belief in the process and quality of historical explanations. 
That kind of belief is forcefully emotional and binds its adherents to spe- 
cific narratives. It is, in many ways, the way all of us believe in things. 

If science is unnatural, as the Gormans and Shtulman suggest that it 
is, in that it depends upon nonintuitive modes of thinking and very spe- 
cific forms of structured inquiry, then to be a science denialist one must 
merely be an ordinary person. What goes by the name of science denial in 
most public discussion is really a demonstrated lack of trust in orthodox 
science and scientists. That is a very different thing. Denialism, as I have 
argued elsewhere, is a critique from the margins toward the center.* It is 
in this sense that vaccine skepticism can be understood as a form of sci- 
ence denial: it is generally a counterhegemonic position, taken up by those 
who knowingly resist the mainstream view of infectious disease and its 
deleterious effects on health. Yet denialism as a term is most often used to 
deflect attention from the actual beliefs of people who resist mainstream 
or orthodox views toward their supposed modes of wrong thinking. 
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If scientific thinking is unnatural, if it goes against adaptive human be- 
haviors, if it is difficult and must be trained into people, then it is a mode of 
wrong thinking that nevertheless produces certain results that are valuable 
to us. Gorman and Gorman write that “our brains are not designed for 
linear risk perception even though that is how the world really is” (241). 
Indeed, they write that people “favor stories over statistics” (228). If the 
latter claim is true, and the first part of the former claim is true, then the 
latter part of the former claim is false. The world is not really linear—but 
linear thinking is helpful in framing certain modes of understanding the 
world. Stories and statistics define different ways of framing and present- 
ing evidence. They have different uses, and our preferences for one over 
the other are based on temperament, education, practice, and experience, 
as well as our goals for using evidence in any one specific instance. Science 
denial, as a concept and a label, is used by those who disdain the messy in- 
terrelations of emotions and reason, of subjectivity and science, in human 
experience and decision-making—by those who think, like Plato, that the 
poets can be banished from the state without loss. How science became 
associated with facts stripped of interest, how it manages the ongoing 
problem of interpretation, and how its findings might be understood as 
cultural constructions are the subject of the next chapter. 


WHAT ARE FACTS, AND 
How Do WE Trust THEM? 


I had already finished the first draft of this book when the White House 
adviser Kellyanne Conway used the infamous phrase “alternative facts” to 
refer to (then) White House press secretary Sean Spicer’s seemingly dubious 
claim about the size of Donald Trump’s presidential inauguration crowd. 
Conway made the comment on NBC’s Meet the Press on Sunday, Janu- 
ary 22, 2017, and it immediately went viral. CNN reports the exchange 
between Conway and the host of Meet the Press, Chuck Todd, as follows: 


“You’re saying it's a falsehood. And they're giving—Sean Spicer, our press 
secretary—gave alternative facts,” she said. 


Todd responded: “Alternative facts aren’t facts, they are falsehoods.”! 


The opposition between facts and falsehoods in this exchange seems clear, 
especially when one looks at photographs of the crowds at Obama’s first 
inauguration and those taken of Trump’s. If photographs are documentary 
evidence of crowd size, Spicer’s claim that Trump’s crowd “was the largest 
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audience to ever witness an inauguration, period” is patently wrong. Con- 
way’s spin was not successful in altering media reporting on the question 
of inaugural crowd size, and her euphemism for “lies” continues as an In- 
ternet meme to this day. 

Indeed, the psychologist Andrew Shtulman, author of scienceblind: 
Why Our Intuitive Theories About the World Are So Often Wrong, uses 
Conway’s Meet the Press interview as the opening gambit in a short piece 
for NPR's Cosmos c Culture blog, claiming that “alternative facts” about 
science are treated with cultural complacency, since they cohere neatly 
with people's *intuitive theories" about how the world works. Listing 
vaccine skepticism as one of the outcomes of the primacy of alternative 
facts in people's misunderstanding of science, Shtulman states that intui- 
tive theories operate to “prevent us from learning more accurate theories 
of the world, blinding us to counter-evidence and counter-instruction" 
that come from the world of science? As we saw previously, the argument 
here is that misconceptions about reality (i.e., real facts) are the result of 
normal psychological processes that nevertheless cause people to believe 
in erroneous things (i.e., alternative facts).? 

As unappealing as it is to even appear to come to the defense of Kel- 
lyanne Conway, I feel it necessary to state that there have always been 
alternative facts. Perhaps politicos have been less blatant in their use of 
them, and presidential advisers have, historically, tried harder to hew to 
documentary evidence, but people have always subscribed to differing 
accounts of reality. Even historians, it must be said, disagree about the 
meaning of evidence, the actual causes of past events, and even the events 
themselves. Philosophers, literary critics, and science studies scholars have 
been the primary academic investigators of the theoretical implications 
of radical contingency, and the influence of their findings was most force- 
fully felt in US scholarship in the last quarter of the twentieth century. 
That influence goes by the label poststructuralism, which I discussed in the 
previous chapter. A poststructuralist (and specifically deconstructionist) 
approach would immediately question the apparent dichotomy between 
real and alternative facts and suggest that the opposition is necessarily 
unstable. Real facts, any deconstructionist would tell you, rely on the no- 
tion of alternative facts in order to be accepted as true, and, as a result, 
alternative facts reside within the concept of real ones. Truth is always 
haunted by its necessary, repudiated, other. 
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I am not going to spend a chapter discussing alternative facts, nor will 
I argue that people’s actual alternative facts—those that go against the 
consensus—are true. The point here is to indicate that facts themselves 
are not given in reality. They are, instead, the result of shared understand- 
ing, a consensus that accepts them to describe the world. That we mod- 
erns depend upon the nonintuitive nature of scientific experimentation 
and reasoning to create facts that we then accept as descriptive of reality 
suggests how far we have come to distrust our own experiences in favor 
of abstractions presented to us by experts. This phenomenon itself is a 
feature of modern social formations.* 

Alternative facts as a phrase may gauge a current threshold to counte- 
nance differences of view. It is easy to jump from Conway’s cynical use of 
the phrase as a defense of an unpopular president to questions of so-called 
science denial. But understanding why people believe different things mat- 
ters in studying a cultural controversy seemingly grounded in scientific 
evidence. I start with the assumption that the dichotomy “facts versus 
falsehoods" is not a productive way to understand why people do not be- 
lieve in things that scientists and the scientific establishment take to be true. 

To move from this assumption to a more productive understanding 
of vaccination resistance in relation to scientific evidence, in this chapter 
I focus on the idea of the fact itself as a cultural construction, and how the 
fact, when viewed as an epistemological category, can shed light on why 
real facts are not always trusted. Looking at facts as culturally contingent 
units of knowledge allows us to understand better how they can be put 
into question in certain ways, why others can be influenced by this ques- 
tioning, and how differing views that depend on variable acceptance of 
facts might be addressed more successfully. At the least, such an explora- 
tion may suggest why correcting wrong views with right ones is a largely 
unsuccessful exercise in addressing the problem called denialism, and why 
trust is a consistent feature in calls to believe in the facts that scientists 
present to the rest of us. 


Facts as Cultural Constructions 


In the previous chapter, I showed that some historians are concerned that a 
poststructuralist approach to knowledge undermines collective confidence 
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that certain things actually occur and can be accounted for with reliable 
evidence. My response was that poststructuralist arguments can cement, 
rather than break, consensus about historical events by demonstrating 
that it is not the facts themselves, outside of cultural context, that deter- 
mine what we believe. Paula Treichler helpfully parses this issue in the 
chapter “AIDS, HIV, and the Cultural Construction of Reality,” in her 
magisterial book, How to Have Theory in an Epidemic: Cultural Chroni- 
cles of AIDS.° Her discussion explores how to think about facts as mate- 
rially real and as cultural constructions. 

Treichler's discussion of cultural construction is one way of translating 
the idea of linguistic indeterminacy that is characteristic of poststructur- 
alism to the realm of science and the notion of scientific facts. Treichler 
writes: 


The concept of cultural construction can be understood as follows. It is 
a way of talking about how knowledge is produced and sustained within 
specific contexts, discourses, and cultural communities; it takes for granted 
metaphor and other forms of linguistic representation; it presupposes that 
ideas are produced out of concrete contexts and have concrete effects; it 
takes for granted hermeneutical activity; it is a complex of ideas and op- 
erations sustained over time within a given community; hence, it is institu- 
tionalized. . . . Although meaning is indeed arbitrary and fluid, this does not 
mean that it is arbitrary and fluid within a given signifying system. The pre- 
dictability and stability provided by a given history, society, culture, and set 
of disciplinary conventions are anything but arbitrary. (173) 


In this passage, we see how the indeterminacy of meaning does not mean 
that anything goes. Instead, meanings are stabilized by contexts (history, 
society, culture, and disciplinary conventions). What is important here is 
the idea of facts as objects of knowledge, which within the framework of 
cultural construction means facts that are produced through specific prac- 
tices. It does not mean that facts don’t exist, or that they are fictional in 
the sense of not being real. Rather, it means that facts exist for us in rela- 
tion to the practices by which we come to know them as such. 

In the context of a scientific concept, cultural construction refers to the 
practices (like experimentation) and the discourses (like journal articles) 
that establish that concept as something real. Treichler spends some time 
discussing scientific naming practices. HIV, for example, is an acronym 
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that stands for the name of a virus: the human immunodeficiency virus. 
HIV became an established fact when particular experimental practices 
made it possible to isolate it as a virus, name it as a particular kind of 
virus, and establish how it acts on the human immune system to cause ill- 
ness. Its naming was controversial given that Robert Gallo and Luc Mon- 
tagnier disagreed about the kind of virus that it was and therefore initially 
gave it two different names. What it really was—that is, what kind of 
virus—was made true, in part, through the naming.® Furthermore, Steve 
Epstein, in Impure Science: AIDS, Activism, and the Politics of Knowl- 
edge, demonstrates that only when highly active antiretroviral treatments 
(HAART) were successful in 1996 did HIV really become the focal point 
of AIDS treatment—immunotherapies fell away as virology took prece- 
dence over all other practices to address HIV disease, in part because re- 
search in virology had developed the only successful therapy to date." 

HIV as a thing in the world can thus be shown to be reliant on the dis- 
courses and practices that describe and define it. This does not mean that 
HIV as a thing does not exist or does not cause AIDS. Rather, it suggests 
that there are a number of conventions and activities that are formally 
needed to recognize an entity not yet named or understood as something 
that exists. Before HIV became the recognized cause of AIDS in the medi- 
cal community, there were many other potential causes. Research, and 
research practices, as well as successful pharmaceutical therapies, made 
HIV into the recognized thing that causes AIDS. Its existence as that thing 
before it was recognized as such does not detract from the understanding 
that its status as a fact, something that we understand to be true, depends 
on these knowledge practices and naming conventions. Calls to deny the 
existence of HIV or to question its causal relationship to AIDS often rely 
on a return to the beliefs and frameworks that preceded the establishment 
of HIV as the virus that causes AIDS in the scientific community—theories 
about recreational drug use among gay men in the United States, for 
example. 

Treichler argues that acknowledging how facts are created in specific 
cultural contexts does not make them fictional or unreal. The concept 
of cultural construction does not do away with notions of truth or the 
responsibility to act in the world. Instead, she writes, “a serious com- 
mitment to a constructionist model undermines rather than reinforces 
relativism or pluralism. . . . The use of the concept cultural construction 
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intensifies the responsibility to make choices.”* She also writes, “Cultural 
constructions are not lies. . . . To be sustained, a lie requires the inven- 
tion of an alternative universe" (174). Acknowledging the cultural con- 
struction of facts—in science and in history—makes us more aware of the 
grounds on which we agree what the facts are and what they mean to us. 
It makes us more conscious of our decision-making, the cultural contexts 
in which those decisions take place, and the evidence that is used to make 
them. To refer again to the historical reality of the Holocaust, and to use 
Treichler’s terms, the Holocaust is a historical phenomenon that is “a real- 
ity that is too costly to give up" (173). Believing in the historical reality of 
the Holocaust, we can at the same time acknowledge it as a construction 
and argue that deniers are lying, because their stories must create an alter- 
native universe to explain away the facts that most people accept as true. 

Facts create cultural questions not only because they are things that we 
must agree to, things that are made up in the process of experimenting, 
naming, and contextualizing, but also because facts are very particular 
kinds of things. Facts as concepts have a history. While facts in the clas- 
sical period might have been abstractions that everyone took to be true, 
facts from the scientific revolution onward have been epistemologically 
linked to the experimental methods of natural science. To understand why 
people adhere to and defend different facts about what seem to be the 
same phenomena, we can consider the history of what we call a fact and 
the problems that can be identified in the concept itself that are a result 
of this particular history. Understanding the history of the fact as an idea 
seems an appropriate way to address, or begin to address, why people 
believe in different things. At the least, this seems like a good thing to do 
in the era of alternative facts. 


What Is a Fact? 


Mary Poovey, in a detail-filled book titled A History of the Modern Fact, 
suggests that facts as we know them are troublesome *epistemological 
units."? Indeed, in her view, facts are not the end of an argument about 
what is real and what is false, but the beginning of one: *Disputes over the 
relation between facts and values, arguments over how data are gathered 
and packaged, and quarrels about the very possibility of objectivity can 
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all be seen to derive, at least in part, from the peculiarity written into the 
epistemological unit of the modern fact."!? Beginning her analysis with 
the late sixteenth century, Poovey shows how numbers came to represent 
both accuracy and virtue—to be accurate in one's accounts was to demon- 
strate civic virtue, first for merchants and then for everyone. Numerically 
rendered facts eventually became the basis for the administrative state in 
the nineteenth century—the bureaucratic reliance on statistics and statisti- 
cal norms to govern. Poovey's two most important assertions, at least for 
my purposes in this chapter, are (1) that numerically rendered facts are 
seen to be disinterested (unbiased), but may not be so, and (2) that the re- 
lation of facts to generalizations is troubled by what philosophers call the 
problem of induction. 

Ill take the second point first. For those readers who, like me, have 
to look up induction and deduction in order to remind ourselves of their 
meanings, induction is the invention of general rules and theories from 
observation and empirical methods (the rule from the instance). In induc- 
tion, theories are developed from facts, usually a large number of facts 
that are collected over time. Deduction, on the other hand, is the use of 
general rules and theories to explain the meaning of what is observed. 
In deduction, facts are distilled from theories (the instance from the rule). 

The modern fact, as Poovey renders it, is an epistemological unit that 
inaugurates and extends the problem of induction. What is the problem 
of induction? Modern facts are representations linked to material circum- 
stances, what Poovey calls *observed particulars." From the scientific 
revolution onward, *observed particulars" are aggregated through exper- 
imentation to point toward larger generalizations. The relation of facts to 
generalizations is at the core of the problem of induction, which concerns 
how we know that an individual instance, an observation, will be repeated 
so as to demonstrate a rule. In other words, when does an observation 
become a fact, and when do those facts aggregate to become something 
larger than their discrete occurrences over time? In Poovey's words, the 
problem of induction is *the peculiarity of seeming both true to nature 
(in some sense) and amenable to generalization"—it is the problem of 
drawing a general conclusion from a number of individual cases (10). 

The theory of evolution is a paradigmatic example of induction at 
work. Charles Darwin collected observations over the course of five years 
(1826-1831) on his round-the-world trip on the HMS Beagle. The theory 
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of evolution by natural selection was the result of trying to understand, in 
general, how the variation in species that he observed could be explained. 
Further refinement of the theory has been developed through molecu- 
lar biology and genetics, which explain the precise mechanisms through 
which natural selection occurs to favor particular genetic variations 
over others. 

If induction is the way that theories are developed through observation 
and the collection of facts, deduction describes how theories are tested by 
experimentation. Sara and Jack Gorman show that theories allow scien- 
tists to postulate null hypotheses that can be refuted. The null hypothesis 
is a claim that can be falsified; usually it is rendered in the negative (there 
is no difference between x and y) or carefully calibrated to be demonstra- 
bly wrong. Deduction through experimentation produces facts through 
that process, showing either that the null hypothesis is true (there is no 
difference between x and y) or that it is false (there is a difference between 
x and y). In induction, the facts are puzzles that scientists have to account 
for through existing theories or by inventing new theories, while in deduc- 
tion, facts are experimentally produced to refute or uphold the theories 
that exist. 

To get at the first assertion listed above, that facts seem to be disinter- 
ested but might not be, we can turn to Poovey’s account of how the scien- 
tific revolution and changes in mercantilist accounting procedures altered 
traditional notions of what a fact was. She shows that from the late 1500s 
through the early nineteenth century, facts came to be partly wrested from 
their original meaning of things known to be true to the outcome of “sys- 
tematic knowledge” that we now call science. As the scientific revolution 
developed, facts outside of systemic theories of natural philosophy could 
not be corroborated. Thus, “ancient facts, which referred to metaphysical 
essences,” no longer counted as facts, while “modern facts [were] assumed 
to reflect things that actually exist, and they are recorded in a language 
that seems transparent. Since the early nineteenth century, this transpar- 
ent language has been epitomized as numerical representation” (29). 
Furthermore, “the enhanced prestige of numbers, to which double-entry 
bookkeeping had already contributed, played a complex role in th[e] 
transvaluation of values: to the extent that numbers were considered dis- 
interested because transparent to their object, so too were those [people] 
who produced numerical knowledge" (71). 
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Thus, numbers robbed observed particulars of their embeddedness in 
particular sociocultural situations—the statistical representation of facts 
strips them of any interest (or cultural value) that might inhere otherwise. 
Yet while Poovey writes of “the success of the long campaign to sever the 
connection between description and interpretation,” and observes, “that 
numbers seem to guarantee value-free descriptions speaks to the triumph 
of some of the accounts of numerical representation I chronicle,” she also 
says that “many of us believe description, whether numerical or not, never 
was—and never can be—freed from the theoretical assumptions that seem 
implicit in all systematic knowledge projects” (xxv). 

This last idea is particularly important in understanding accusations of 
denialism. The problem of interest in the modern fact—in other words, 
the question of whether it is possible to render facts purely descriptively 
or if there is always a cultural influence inherent in them—haunts denial- 
ist controversies. Arguments for and against Holocaust denial forward 
the notion that bias influences the other side’s claims. For mainstream 
historians, the evidentiary record is full of facts that speak to the true 
existence of gas chambers, murder, and intent that characterize the 
accepted historical account of the Holocaust. But deniers argue that such 
an account is interested, framed by a systematic attempt to promote Jews 
and their interests. The same problem occurs over and over in various 
forms of so-called science denial—that there is an “orthodox” AIDS sci- 
ence that denies the possibility of alternative explanations, that climate 
change is a hoax meant to take down the United States, that evolution- 
ary theory is an assault on Christian values and belief, that medicine is 
so committed to vaccination as both a disease-preventing strategy and a 
pharmaceutical moneymaker that it is unwilling to acknowledge its true 
risks. Poovey suggests that it is the “peculiar nature” of the modern fact 
to both initiate and sustain these kinds of arguments, because the modern 
fact encloses but does not solve this problem of interest: “This debate 
[over the question of whether numerical representation removes interpre- 
tation from description] simply voices the peculiarity written into the epis- 
temological unit that has dominated modernity” (xxv). 

As a result, all parties to denialist arguments accuse the other side 
of undue interest, and on all sides facts are put forward to bolster these 
claims. Mary Poovey’s discussion offers an important insight into why 
these kinds of controversies are not amenable to claims made on the basis 
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of facts. Her work suggests that in modern contexts we believe that facts 
solve problems by indexing reality, but those very facts carry with them 
the problem of unacknowledged interest (that is, bias) as an essential as- 
pect of their existence. 

In the nineteenth century, Poovey shows, one answer to this problem 
from within science was to accommodate uncertainty within scientific 
method. A British scientist, John Herschel, insisted that the answer to 
the problem of induction was to refine scientific method to include an 
understanding of its limits. In this way, scientific experimentation was 
assured authoritative status by “factoring the limits of epistemological 
certainty into the method of science itself” (320). What Poovey means 
is that the problem of induction, or the relation of the particular to the 
general, was addressed within scientific practice by a refinement of meth- 
ods, an acknowledgment of the possibility of human error, the develop- 
ment of methods to address that error, and continued attention to “the 
limitations of the knowledge that [empirical] laws generated” (321). This 
view—that attention to the limitations of knowledge production within 
science serves as a hedge against bias—is evident in Nicoli Nattrass’s final 
statement about how the “pro-science advocacy movement” can succeed 
against emerging and sustained forms of denialism: “Keep an active and 
credible presence on the Internet, both with regard to exposing cultro- 
preneurs and promoting evidence-based medicine. In so doing, they [sci- 
ence advocates] need to educate people while also acknowledging that 
scientific practice is contested, socially structured, and can be biased and 
shoddy. . . . Recognizing and exposing the limitations not only builds cred- 
ibility by acknowledging reasonable concerns, but assists in the broader 
project of promoting good science."!! Whether this is true—that is, 
whether acknowledging limitations creates and sustains trust in scientific 
knowledge—is taken up in the next section of this chapter. In Nattrass's 
statement, however, we can see that scientists rely on the acknowledgment 
of limitations as a guarantee of their disinterestedness and as support for 
the strength of their claims. 

Poovey shows us, then, that the modern fact, the backbone of the con- 
temporary scientific enterprise, still involves significant tension between 
what is observed and the conclusions that can be drawn from observa- 
tion in relation to generalizable laws. The particular and the general do 
not always sit well together. For example, the observed particulars of the 
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clinical context sometimes go against the general rules that are established 
by the gold standard of medical research, the randomized double-blind 
trial. Evidence-based medicine (EBM) relies on the latter to demonstrate 
the benefit of medications and treatments, but such evidence sometimes 
conflicts with what is learned through years of clinical experience. Public 
health and medicine rely on generalizable findings for population-based 
recommendations—for evidence of treatment value, as well as treatment 
harm—but it is well known that individually people respond differently 
to treatments, with significantly different clinical outcomes. Every person 
has an individual experience that does not necessarily coincide with the 
norms established through randomized experimentation. The ordinary 
facts of people’s lives, in other words, are not always confirmed by sci- 
entific method, and people do not routinely apply deductive thinking to 
decision-making. 

With respect to vaccination controversy, the observed particulars of 
some parents’ experience conflict with the results of population-based 
analyses that are trumpeted by medical and public health inquiry into vac- 
cine injury. A typical self-report of vaccine skepticism starts with a story 
that “something changed” after a child was vaccinated, even if the statis- 
tical analysis of evidence of adverse events demonstrates that across the 
population, vaccination cannot be identified as the cause of that observed 
problem.” Parents may understand their family’s health and well-being 
through a personalized lens.? I will discuss this point later in the book 
when I address the interview data that my research team has collected. 
The point here is that what counts as a fact leading parents and individu- 
als toward particular health care decisions is not always, or not even pri- 
marily, a scientific fact. And if it is one, it may be a scientific fact calibrated 
for the circumstances of an individual's, or a family's, experience. Facts in 
these cases are decidedly, and acknowledged to be, interested, pertaining 
to the family and its influence on the individual. When one begins with 
facts understood in this way, it is then easy to think that perhaps all facts 
retain a kind of interest specific to their origins and their purpose. 

Do modern facts still exert such pressure in the postmodern era? At 
the very end of A History of the Modern Fact, Mary Poovey states that 
*postmodernism and the postmodern fact simply set aside the problem 
of induction," although the modern fact is not wholly displaced by this 
new view (327-28). Certainly, in science and biomedical research, the 
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modern fact would seem to continue its triumphant reign. Postmodern 
convictions of the cultural contexts of human knowledge production and 
their suspicion of the paradigm of discovery that dominates the sciences 
have not necessarily transformed basic scientific practice. Poovey does 
suggest early on in the text that mathematical modeling is a postmodern 
tool, stressing as it does systematic and generalizable knowledge at the 
expense of observational evidence and the observed particular. Model- 
ing, of course, extends the abstraction of numbers to another level, as 
it removes prediction and the idea of a norm from reality altogether, 
suggesting that algorithms and formulas can tell us more about what is 
to come than an observation of the world around us. Global warming is 
an example of a modern fact that is the result of observation—the mea- 
surement of rising atmospheric temperatures—as well as a contentious 
controversy that results from (postmodern) modeling of the effects of 
climate change. 

To my mind, Poovey reveals a problem inherent in the way that we 
understand evidence and its role in establishing our view of reality. She 
shows why many of us are ambivalent about evidence-based medicine 
and its seeming disregard for the things that we observe in our own lives 
or those patterns that our doctors see in their clinical practices that do 
not translate into results in randomized controlled trials. In this sense, we 
have not fully moved to a postmodern context in which we are willing 
to jettison the factual basis of our own experience and those around us 
whom we trust. Even modern facts are problems for many of us when the 
broad systematic scope of statistical generalization does not cohere with 
what we have experienced as reality. Statistics about the unlikelihood of 
vaccine injury are not necessarily helpful when parents think their child 
has been injured by a vaccine. While some parents will take that informa- 
tion as evidence that something else has occurred to change the child’s 
health, others will disregard that information or advocate against it. Un- 
derstanding why will take more than telling them that they have the facts 
wrong. 

Variant approaches to facts do not mean that facts don’t matter to those 
who dispute them, that people are stupid, or that manipulation is at stake, 
although any one of those things might be true in a particular instance. 
Both Mary Poovey and Paula Treichler suggest that variant approaches 
to facts can be understood as the result of different ways of assessing the 
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interest inherent in particular arguments that make use of those facts. 
In acknowledging the problem of induction, or the responsibilities of cul- 
tural construction, these authors suggest that unacknowledged interest is 
a shadow within what we think of as value-free units of information. 
One could argue that denialists pick up on those shadows and exploit 
them in predictable ways, to suggest that those facts are not facts because 
they are made in the interest of particular narratives or orthodox posi- 
tions. To respond to these claims, one can simply double down and insist 
that facts are facts, but I would suggest that we see now in public contro- 
versies over vaccination that such a response is unproductive, enhancing 
stalemated positions rather than ameliorating differences of opinion or 
contributing to improved understanding. 

If we acknowledge, instead, that interest inheres in facts, that descrip- 
tions are tinged with interpretation, that numbers are not value-free repre- 
sentations of observed particulars, that the relation between evidence and 
the systematic ways we interpret evidence is complicated by our methods 
in ways that we can’t fully bracket from our results—if we acknowledge, 
in other words, that facts are both humanly produced and represent our 
best efforts to produce truthful accounts of the world—then we might 
begin to have conversations in which the accusation of denialism is an 
invitation to discuss the problem of values and belief that underlies cur- 
rent debates about evidence. This kind of acknowledgment is not the 
same as the acknowledgment of limitations that is thought to correct the 
problem of induction with regard to scientific experimentation. Instead 
of acknowledging, and then bracketing, the social contexts of scientific 
evidence and the potential for bias, this approach relies on fully situating 
our use of that evidence in the context of our lives, our values, and our 
experiences. 

To understand what this approach might look like, we need to consider 
the question of trust. Poovey implies that scientists believe that attention 
to methodological limitations in science creates conditions of trust for 
scientific facts, and Nattrass explicitly states that acknowledging these 
limitations “promot[es] good science” with the public." In the discussion 
that follows, I interrogate this idea. Trust is indeed precisely what is at 
stake in vaccination skepticism, and we have already seen in the work of 
Paul Offit and Seth Mnookin that calls to trust science and scientists are a 
staple of vaccine promotion in the face of such skepticism. What I hope to 
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show is that there already exist plausible arguments about why many of 
us don’t trust either scientists or science about these questions. In part, it 
is this lack of trust that makes alternative facts attractive. 


Doubting Science and Creating Trust 


To explore the question of trust as integral to a discussion of denialism 
and the idea of scientific facts, I turn to Naomi Oreskes and Erik Con- 
way’s book Merchants of Doubt: How a Handful of Scientists Obscured 
the Truth on Issues from Tobacco Smoke to Global Warming. They 
make a unique argument about science denial in this book, suggesting that 
denialism is an effect of a calculated attempt by a small group of promi- 
nent scientists to forward a political agenda. They look at cigarettes, acid 
rain, the strategic defense initiative, the ozone hole, global warming, and 
what they call “the revisionist attack on Rachel Carson.” In making their 
argument, they are more like critics of Holocaust denial than critics of sci- 
ence denial, as they show a particular political agenda to be motivating a 
purposeful effort to repudiate widely accepted facts. They thus imply that 
members of the public who agree with these politically motivated scien- 
tists are manipulated by them and, therefore, not really fundamentally an- 
tiscience in their basic beliefs. In this way, their argument about science 
denial is more like the argument put forward by Offit and Mnookin that 
people don’t trust the real experts because they are manipulated by the 
media to believe the wrong people. 

Journalists do not come off well in Merchants of Doubt; they are re- 
peatedly represented as conforming to the journalistic rule of balanced 
reporting, which Oreskes and Conway argue is not appropriate to the 
coverage of scientific discovery or consensus: 


While the idea of equal time for opposing opinions makes sense in a two- 
party political system, it does not work for science, because science is not 
about opinion. It is about evidence. It is about claims that can be, and have 
been, tested through scientific research—experiments, experience, and 
observation—research that is then subject to critical review by a jury of sci- 
entific peers. Claims that have not gone through that process—or have gone 
through it and failed—are not scientific, and do not deserve equal time in a 
scientific debate. (32; emphasis in original) 
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They also reiterate, like Mnookin, that “science is hard . . . and nothing is 
ever entirely clear,” using this refrain to suggest that ambiguity of results 
and uncertainty over causes makes scientific consensus difficult to credit 
with authority and trust (71; emphasis in original). 

Oreskes and Conway have a complex story to tell about the efforts of a 
small group of scientists to question the scientific consensus about cigarettes, 
cancer, and developing environmental concerns, but their overall arguments 
are relatively simple. They argue that these scientists used a constitutive 
element of scientific inquiry—doubt—and exploited it to suggest repeatedly 
that there was no scientific consensus concerning these issues, and, there- 
fore, no regulatory action on the part of government was necessary. In the 
authors’ view, exploiting doubt was a particularly astute strategy, because 


doubt is crucial to science—in the version we call curiosity or healthy skepti- 
cism, it drives science forward—but it also makes science vulnerable to mis- 
representation, because it is easy to take uncertainties out of context and 
create the impression that everything is unresolved. This was the tobacco in- 
dustry’s key insight: that you could use normal scientific uncertainty to un- 
dermine the status of actual scientific knowledge. (34; emphasis in original) 


The *merchants of doubt" were right-wing anticommunists, and their 
motivation was a commitment to a self-correcting free market system. 
Oreskes and Conway identify specific ways in which the same scientists— 
many of them well connected and prestigious in their own fields— 
manipulated established scientific consensus and misrepresented risks to 
the public, often through governmental reports or statements from ap- 
pointed commissions. In the end they argue that *the network of right- 
wing foundations, the corporations that fund them, and the journalists 
who echo their claims have created a tremendous problem for American 
science. . . . Scientists have faced an ongoing misrepresentation of scien- 
tific evidence and historical facts that brands them as public enemies— 
even mass murderers—on the basis of phony facts" (236). 

This last claim about mass murder is a reference to an attempt in the 
early 2000s to smear Rachel Carson's claims that DDT causes cancer, and 
thus to argue that the decision to ban DDT caused unnecessary deaths in 
Africa and elsewhere from malaria.!ó Oreskes and Conway suggest that 
the attack on Carson was a crucial element of the overall strategy: *The 
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construction of a revisionist history of DDT gives the game away, because 
it came so long after the science was settled, far too long to argue that 
scientists had not come to agreement, that there was still a real scientific 
debate. The game here, as before, was to defend an extreme free market 
ideology. But in this case they didn’t just deny the facts of science. They 
denied the facts of history” (229-30). Here we can see explicitly how 
Oreskes and Conway’s arguments dovetail with those of critics of Holo- 
caust denial. 

Merchants of Doubt is a plea to trust real scientific experts instead of 
politically motivated ones. The version of science articulated here is remi- 
niscent of Paula Treichler’s comments about the responsibility to act in the 
context of cultural construction: “Sensible decision making involves act- 
ing on the information we have, even while accepting that it may well be 
imperfect and our decisions need to be revisited and revised in light of new 
information. For even if science does not give us certainty, it does have a 
robust track record.”!” Yet reading this passage and others in Merchants 
of Doubt that argue for trusting scientific experts and their expertise, 
I am struck by the inherent contradiction in the argument that Oreskes 
and Conway are making. For example, they write, “But without some 
degree of trust in our designated experts—the men and women who have 
dedicated their lives to sorting out tough questions about the natural 
world we live in—we are paralyzed, in effect not knowing whether to 
make ready for the morning commute or not” (273-74). We must trust 
others, I agree, but after reading their book, how do I know whom to 
trust? Trust experts, but the experts that the government has relied on 
lied to you; trust science, but science can be manipulated for political 
gain; trust the scientific method, but the scientific method is inherently 
uncertain and open to doubt; trust scientific consensus, but that too can be 
manipulated and made to appear less authoritative than it really is. Don't 
trust journalists, even though they might be the way you get most of your 
scientific information. 

Distrust appears to be created by the system, and by that I mean the 
relation of scientific endeavor to the government (through funding and 
through appointments), the purposes of science communication to the 
public, and the status of science as an elite activity that is *hard" and 
thus not immediately accessible to ordinary citizens. Manipulation is 
also endemic to the system, or at least I can't be sure when I am being 
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manipulated—especially because to create the story that Oreskes and 
Conway tell, they had to do a tremendous amount of research, something 
only academics or independent scholars have the time and inclination to 
do. The rest of us mostly rely on news reporting, but according to them 
even the New York Times and the Wall Street Journal have peddled the 
lies put forward by the denialists they investigate. Thus, while Oreskes 
and Conway end where Offit does, with a plea to trust experts and their 
expertise, they also undermine that final argument with the force of all 
their previous discussion about greed, exploitation, corruption, and the 
cynical manipulation of the facts. They offer no concrete advice about 
how to determine whom we should trust, as degrees, professional posi- 
tion, and past accomplishments appear to have no bearing on when sci- 
entists will turn away from their disinterested commitment to the truth 
and allow politics to infect their judgment and public statements. The one 
thing I think I can do after reading Merchants of Doubt is to avoid the 
scientific opinions of right-wing think tanks, but I was predisposed to that 
view before I read the book. 


If people are being manipulated to distrust science in general or certain 
kinds of scientific positions or discoveries, we still need to understand 
why they agree with information that others believe is false. The answer 
in Merchants of Doubt, as in Deadly Choices and The Panic Virus, is 
that these folks just don’t understand science. Yet after reading Merchants 
of Doubt, I think a better answer to this question is that it is difficult in 
these circumstances to know whom to trust. If Oreskes and Conway are 
correct—and I am persuaded by their evidence and analysis that they 
are—then, from the 1950s through to the present day, American citizens 
and others have been subjected to what amounts to a disinformation cam- 
paign about scientific evidence for environmental threats to our health 
and well-being. In the context of such a campaign, distrust seems a rea- 
sonable response. 

The bioethicist and author Carl Elliott might agree. In a terrifying 
article called “Pharmaceutical Propaganda,” he details ways in which 
pharmaceutical companies create demand for their products by funding 
patient awareness and support groups, publishing bogus research, and 
manipulating regulatory agencies.!? Particularly chilling are his comments 
about how bioethicists themselves are caught up in these activities and 
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relationships. The ordinary criticism of such behavior is to identify con- 
flicts of interest that individualize the problem, but he offers “corrup- 
tion” as a more accurate term. In all of the instances of corruption that he 
identifies, undermining is the primary effect—undermining of real news, 
undermining of peer review and scholarship, undermining of “the notion 
that academics are free of vested interests in the topics that they teach” 
(102-3). In the end, all of this undermining is really “undermining of so- 
cial institutions that depend on trust. Institutions are difficult to build, but 
they can be surprisingly easy to destroy” (103). 

In the particular case of vaccination skepticism, such distrust would 
also seem logical. After all, as with the tobacco industry, we have an entire 
industry that provides its own studies of safety and efficacy, funds its own 
researchers, is selective about what research is disseminated to the public 
and to regulatory agencies, and guards its proprietary evidence closely. 
Im speaking of the pharmaceutical industry and the specific companies 
that make vaccines. We also have government agencies—the FDA and 
the CDC—that authorize committees to evaluate evidence, allow vaccines 
to be produced and used, recommend that vaccines be put into the for- 
mal schedule, and advocate vaccine use widely. There are people on those 
committees and in those agencies who have developed vaccines and whose 
research concerns vaccines. While one could argue that they have the ex- 
pertise to make decisions about vaccine safety, efficacy, dissemination, 
and use, one could also argue that they are invested in continued funding 
for scientific research in vaccines and vaccine acceptance overall. In other 
words, they are interested, and insofar as they are interested rather than 
disinterested, they may be unable to make the dispassionate judgments 
necessary to convincingly demonstrate that objective expertise prevails in 
decision-making in these contexts. 

I am not making those arguments. Merchants of Doubt suggests to 
me that these are plausible positions for ordinary citizens to take. I agree 
with Oreskes and Conway that the events that they investigate in the book 
constitute an assault on good science and on the reputation of scientists in 
general. The problem is that anyone who has grown up during the period 
that they examine might be persuaded by these events that confidence in 
science in the abstract is quite difficult. It makes a certain kind of sense 
that vaccines would be the target of suspicions—as a specific instance of a 
more generalized distrust. 
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But I am also not arguing that certain individuals are susceptible to 
these suspicions and that their concerns are therefore not really valid but 
only the effect of this unfortunate historical circumstance. I am not argu- 
ing that vaccine skeptics are somehow trapped by their history and ma- 
nipulated by the historical situation that makes trust in science difficult. 
Both of these kinds of arguments are ways of explaining away vaccine 
skepticism as a form of science denial. 

What I am arguing instead is that vaccine skepticism is linked to these 
broader historical trends; concerns about vaccines gain traction when 
they are articulated in the context of these trends, just as belief in AIDS 
conspiracy theories in South Africa might have been related culturally to 
concerns about genetically modified foods. In my view, distrust of science 
does not cause vaccine skepticism (or, at least, it does not cause all vaccine 
skepticism). Instead, the distrust of government-sponsored science that 
was inculcated by the controversies that Oreskes and Conway treat or the 
situations that Carl Elliott describes creates a cultural situation in which 
concerns about vaccines are articulated as concerns about the reliability of 
the scientific data that support vaccine use. Vaccination concerns emerge 
and are persuasive, one might say, because there is a cultural context that 
facilitates certain ways of expressing them. 

Readers might note here a similarity to the idea that poststructural- 
ism can lead to problems of denialism by undermining the standards of 
truth, or the argument that postmodernism facilitates vaccination resis- 
tance for similar reasons. But I am making a different argument. Both of 
those arguments use a general or universal statement to explain specific 
concerns—in this sense, they are deductive. I am arguing that a specific 
concern gains cultural legibility when the context offers a way to express 
it, and especially when there are opportunities to articulate it in relation 
to other concerns. This argument does not fall on one side or the other 
concerning the efficacy or risks of vaccines. Instead, it links certain kinds 
of decisions about vaccine reception to a troubled sociocultural context, a 
context in which distrust of government and of science is, if not rampant, 
a consistent cultural theme. In this way, my approach is fundamentally 
inductive—I am trying to develop a theory to fit the observations I have 
made. My argument also suggests that calling on folks to trust science 
and scientists, without a reasonable discussion of how that trust might be 
developed, is an empty gesture. 
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Some research shows, indeed, that trust in medical science itself is per- 
ceived as a risk—at least to vaccine skeptics. Pru Hobson-West, a British 
sociologist, has studied what she calls “vaccine critical groups,” and has 
found that trust in expert authorities is often explicitly targeted as a risk 
with respect to vaccination. Trusting in experts is dangerous: “Trusting 
blindly can be the biggest risk of all.”!? Instead, these groups emphasize 
the need for individuals to educate themselves in order to trust their own 
decision-making: “Rather than trust in experts, the alternative scenario is 
of a parent who becomes the expert themselves, through a difficult process 
of personal education and empowerment" (212; see also 208). Hobson- 
West argues that her findings demonstrate methodological limitations of 
existing approaches: 


Trust in self is not assumed to be automatic or pre-existing [by these groups]. 
If future research found that this kind of discourse was widely articulated 
then reference to a crisis of trust in authority is perhaps more accurately de- 
scribed as a crisis of faith or a crisis of deference. This suggestion has im- 
portant methodological implications: quantitative attempts . . . to rank who 
the public trust assume that trust is like a commodity or finite resource, that 
it is switched back and forth between competing sources of authority. Such 
research is extremely limited in its ability to capture discourse of deference, 
personal responsibility and expertise, or indeed, unknowns. One contribu- 
tion of this paper is therefore to show a range of discourses which might be 
missed through an overly prescriptive approach to risk or trust. (212) 


Hobson-West's conclusion here suggests that these attempts to shore up 
mainstream science and the medical practices that depend on it are hin- 
dered by a misunderstanding of both what actually bothers people and 
who can really be trusted with their best interests. 

To put it starkly, it is as if there are two different realities. In one reality, 
the manipulators are successful yet easy to recognize, and reliable science 
is both obvious and straightforward (although hard to do and commu- 
nicate). In this scenario, experts can be trusted when they are properly 
identified and their work appropriately vetted. Science, methodologically 
secured by recognized limitations, bracketing, and experimentation regu- 
lated by null hypotheses, can be relied upon. The other reality is darker— 
the manipulators have infiltrated our most trusted institutions, and the 
truth is partly an outcome of their efforts. Nothing—not even scientific 
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research—is quite what it seems. When the system is this corrupt, you can 
trust only yourself. So you do your own research, and what you come to 
trust is based on what you can discover. That’s the way to be a responsible 
person, and parent, in a world of alternative facts. 

The next two chapters explore some of the scholarly and popular criti- 
cisms that emerge from this darker view, which, I might add, is aligned 
with the standard critical stance of academics (which may be why it is 
something that I notice and seem to understand). I focus on the antimedi- 
cine movement, which parallels, in terms of chronology, the events dis- 
cussed in Merchants of Doubt. Antimedicine proponents make powerful 
statements about how allopathic medicine and its alliance with pharma- 
ceutical companies do more harm than good. Antimedicine provides a 
counterpoint to science denial arguments, in that it presents a considered 
challenge to the biotechnical orientation of medicine, argues that medicine 
as a profession has moved away from the core aspects of traditional doc- 
toring, and provides evidence that medicine has now become dangerous 
to people’s health. In this way, antimedicine suggests that certain forms of 
so-called science denial are principled and reasoned arguments against the 
development and practice of medicine as a science. 


MEDICALIZATION AND 
BIOMEDICALIZATION 


Momentous changes in medicine over the second half of the twentieth 
century caused deep concern among scholars about the widening social 
and cultural reach of medicine. This chapter introduces the sociologi- 
cal discussion of medicalization, which is a term referring to medicine’s 
infiltration into arenas of ordinary life that were previously not the con- 
cern of doctors or other health professionals. The medicalization thesis 
emerged forcefully in the last quarter of the twentieth century, in the 
middle of a period of tremendous changes in the practice of medicine. 
From the perspective of 2018, it is sometimes hard to identify with these 
concerns, because we have become used to the very scenarios that are 
anticipated in these critiques. Indeed, we are so much more medicalized 
now than critics originally thought possible that their warnings seem, 
from the vantage point of the present, rather simplistic attempts to stave 
off the inevitable. 

The medicalization thesis focuses on the social impacts of this ex- 
pansion and normalization of medicine’s purview and social authority, 
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including problems associated with the use of drugs to treat behaviors 
or forms of embodiment that did not use to be considered illnesses. The 
sociologist Adele Clarke and colleagues extend this analysis to the cur- 
rent period, identifying the present scenario as biomedicalization, what 
she understands to be a technoscientific intensification of medicalization.! 
Although most approaches to medicalization are negative—criticizing, in 
other words, the expanding purview of medicine in the ordinary lives of 
modern people—there are some more positive approaches that emphasize 
the opportunities that current medical technologies offer us to improve 
our bodies and lives. 

The arc of this chapter begins in the 1960s with the elaboration of the 
medicalization thesis and the critique of medicine that it offers, following 
it through to its expression as biomedicalization and, as the sociologist 
Nikolas Rose has elaborated, biological citizenship and somatic individu- 
alism.? These latter modes represent more positive approaches to medi- 
calization, but they are not simple accommodations to enlarging norms 
of medical treatment. Rather, they express an optimism about forms of 
identity, embodiment, and life that are made possible by widespread in- 
ternalization of some medicalized norms. In chapter 8, I introduce the 
ideas of a group of critics who extended the medicalization thesis in two 
ways: (1) an antimedicine position, directly questioning the value of medi- 
cine’s role in overseeing patients’ health; and (2) medical exposés that 
have proliferated since the early 2000s, considering critiques of medicine’s 
evidentiary basis and the role of pharmaceutical companies in promoting 
questionable therapies. Through this chapter and the next, we see that 
scholars and physicians alike have considered whether and how medical 
treatments developed in the second half of the twentieth century are good 
for people (or not). 

Taken together, then, these two chapters trace a robust theme in Ameri- 
can culture: distrust of medicine articulated through critiques of medi- 
cine’s (1) ever-expanding social authority, (2) increasing capacity to define 
proper ways to be healthy, and (3) risky practices that rely on corrupt 
relationships and shoddy regulatory mechanisms. By the end of chapter 8, 
we will see that medicine’s critics are asking questions like the following: 
Are serious side effects worth minimal extensions of life expectancy? Is 
widespread screening and preventative use of medication appropriate if 
a majority of people never would have become ill at all? Are economic 
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benefits of illness prevention appropriate as reasons to vaccinate or recom- 
mend other preventative measures? What is an acceptable lower threshold 
of risk for a preventative practice? These chapters raise these and other 
critical questions about medicalization, demonstrating an existing cultural 
uncertainty about the increasing capacity of medicine to save lives in the 
context of its expanding social authority and the potential and actual neg- 
ative effects of its therapeutics. 

I start, however, by showing how changes in medicine are exemplified 
by my father’s and his father’s experiences as physicians in the twentieth 
century. 


A Personal Perspective on the History of 
Twentieth-Century Medicine 


The elaboration of the medicalization thesis began in the 1960s, par- 
alleling the major growth of medicine after World War II as a profes- 
sion based increasingly on scientific laboratory evidence. In this period, 
both private and public investment in medicine grew rapidly, expand- 
ing clinical practice, laboratory research, and pharmaceutical invention. 
As a result, the medicine of the second half of the twentieth century was 
significantly different from that practiced in the first half. For example, 
in the second half of the century doctors used antibiotics to fight bacte- 
rial outbreaks and infections, vaccines became routine elements of well- 
child care, and an enlarging pharmacopoeia was applied to previously 
untreatable diseases. Few of us can deny how important medicine be- 
came to most people’s lives during this period in the United States. Now, 
from our earliest hours as babies to the final days of our lives, medi- 
cine dominates our embodied experience, and influences (indeed shapes) 
how we understand the good life. Old age is now saturated with medical 
attention—indeed, aging itself is understood by many to be a disease pro- 
cess necessitating medication, treatment, and changed behaviors to fore- 
stall its bodily effects. 

These enormous changes affected the experience of being a doctor as 
well as the experience of being a patient. My father, now retired, was a 
pathologist, attending medical school during World War II and beginning 
his practice in the mid-1950s.? He participated in the rapid expansion of 
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scientifically based medicine during this period. His father, my grandfa- 
ther, was an immigrant who came to this country as a teenager and was 
educated here. He practiced as a community doctor from 1921 to 1967, 
the year that he died. My father remarked to me that my grandfather of- 
fered services that are rarely available today, such as evening office hours 
and house calls. His office was in his home. He worked as a school physi- 
cian part-time, until the 1940s, to supplement his income as a family doc- 
tor. His fees were minimal. New medications like antibiotics and drugs for 
high blood pressure improved his patient care. Yet even though he worked 
into the 1960s, his role as a physician in working-class neighborhoods in 
Philadelphia did not change much. 

My father’s practice of medicine illustrates some of the important 
postwar changes to medicine as a profession. My father trained in hos- 
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pital pathology, at the time called *laboratory medicine," and worked 
in this field for forty years, 1949-1989. He noted to me that the biggest 
change in his field during this period was the automation of clinical lab 
procedures, which resulted in faster and more accurate test results. As 
lab tests increased in number and complexity over this period, so did the 
income of the hospital pathologists, who were now paid for work per- 
formed rather than a set sum. More pay was welcome to him, as I have 
three siblings, and my mother did not work outside the home, but this 
change demonstrates how medicine became more of a business. Other 
changes to pathology practice also reveal medicine's emerging business 
orientation. 

For example, the number of autopsies performed decreased over this 
period, partly, my father told me, because doctors felt they knew what 
caused death as a result of better diagnostic testing, partly because of fear 
of malpractice (since autopsies often reveal missed diagnoses, even with 
good testing), and partly because they aren't paid for, and unpaid services 
diminish when medicine becomes more business-like. In a 1973 article on 
the history of autopsy, the authors identify diagnostic testing as the cause 
of the decrease in autopsies, but for another reason: the increased number 
of tests that pathologists oversaw and the significance of those tests to the 
financial health of hospitals meant that the pathologists simply had less 
time to perform autopsies. Another factor was the rise of experimental re- 
search in medicine, which became the primary method of acquiring medi- 
cal knowledge.* Interestingly, because his lab had a relationship with the 
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University of Pennsylvania medical school, my father also saw diminished 
interest in pathology among students over the course of his career—while 
pathology was seen in the 1940s and 1950s as the center of the new scien- 
tific medicine, it became less important over time, and was no longer “the 
main basis of medicine."? 

My father's perspective on wholesale changes to medicine from the 
1940s through the 1980s is clearly framed by his specialization in hospital 
pathology, yet his anecdotal account points to how traditional patient- 
centered medical practice was transformed in this period. Dissection, for 
example, was an iconic medical practice framing the modern understand- 
ing of the body and disease since the late Middle Ages. The history of 
dissection is related to the history of autopsy, with both reappearing in 
the thirteenth and fourteenth centuries in Europe after a period of disuse.° 
The fact that autopsies are no longer performed very often because no 
one pays for them, because they might expose physicians to charges of 
malpractice, and because the scientific practices of medicine have moved 
from investigating the embodied signs of illness and decay to experimental 
methods and extensive diagnostic testing says a lot about the values and 
systems that manage medicine today. 

One of the primary reasons my father went into medicine was because 
it offered, in the 1940s, an independent professional opportunity, im- 
portant for Jews, who experienced significant anti-Semitism in education 
and employment.’ Yet the development of medicine institutionally and 
bureaucratically has meant the loss of such independence, just as the reli- 
ance on evidence from large randomized trials has diminished the value 
of clinical expertise. The growth of insurance, medical costs, and, as a 
consequence, managed care has transformed the role of the individual 
doctor from discerning and autonomous professional to a health care 
team member who answers to other authorities. Yet this loss of individual 
autonomy has occurred in tandem with the increasing cultural influence 
of medicine and ideas about health more generally. We can see this anec- 
dotally in widespread health information and reporting in newspapers, 
on the Internet, and in the encouragement of healthy behaviors by em- 
ployers, government agencies, and community groups. We feel it as we 
are barraged with information about how to live healthy lives, how to 
eat and sleep and exercise, on a constant basis. Indeed, it often feels as 
if health is the purpose of life, and not the other way around. This effect 
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is just one element of the transformation of medicine and society that 
my father and grandfather participated in as physicians in the twentieth 
century. 


The Medicalization Thesis 


Criticism of the social status of medicine and its enlarging cultural pur- 
view occurred initially in what is called the antipsychiatry movement. The 
basic premise of antipsychiatry arguments was that because mental illness 
is always diagnosed as behavioral deviance from social norms, it is neces- 
sarily cultural and political. In the introduction to The Cultural Crisis of 
Modern Medicine, John Ehrenreich writes that in the 1960s, psychiatrists 
began “diagnosing a wide range of behavior—from antiwar behavior to 
black ‘rioting’ to being a ‘hippy’—as psychotic. The very medical notion 
of psychosis became suspect, tinged with political and social judgments. 
Psychiatry stood exposed, not as a science and not as unequivocally be- 
nign, but simply as a mode of social control operating to preserve the so- 
cial status quo."? 

Antipsychiatry involved prominent psychiatrists like R. D. Laing, who 
argued that mental illness was a “sane” response to a “sick society,” and 
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Thomas Szasz, who claimed that mental illness was a “myth. 
like One Flew Over tbe Cuckoo's Nest by Ken Kesey, later made into a 
film with Jack Nicholson, contributed to public awareness of these con- 
cerns.!? The antipsychiatry genre came to include memoirs like Susanna 
Kaysen's arresting Girl, Interrupted (later a movie with Winona Ryder 
and Angelina Jolie), which castigated organized psychiatry for institution- 
alizing her in the late 1960s for being a normal, albeit confused and de- 
pressed, teenager.!! 

In the 1970s, the critique of psychiatry was picked up by sociologists, 
who began describing medicine's social control more broadly. Irving Zola 
described medicalization in 1972 as a situation in which medicine 


is becoming the new repository of truth, the place where absolute and often 
final judgments are made by supposedly morally neutral and objective ex- 
perts. And these judgments are made, not in the name of virtue or legiti- 
macy, but in the name of health. Moreover, this is not occurring through the 
political power physicians hold or can influence, but is largely an insidious 
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and often undramatic phenomenon accomplished by “medicalizing” much 
of daily living, by making medicine and the labels “healthy” and “ill” rele- 


vant to an ever-increasing part of human existence. !” 


This sociological critique focuses on how medicalization narrows so- 
cially acceptable normal behaviors and bodies, as well as how it “fo- 
cuses the source of the problem in the individual rather than in the social 
environment; it calls for individual medical interventions rather than 
more collective or social solutions.” '? Thus, the medicalization thesis 
raised flags about medicine’s enlarging role in the social life of modern 
citizens, suggesting that while advancing medical knowledge contrib- 
uted to rising levels of health within the population it also changed the 
nature of ordinary life. This change occurred through a process that al- 
tered what counted as normal living as well as the social experience of 
illness. 


Zola identified four social processes that contributed to medicalization: 


1. The “expansion” of medicine’s authority into various practices like 
eating, sleeping, and sex 

2. Medicine’s guild-like “control” over certain techniques and prac- 
tices, like surgery and drug prescribing 

3. Medicine’s increasing supervision of “taboo” subjects like personal 
problems, pregnancy, and alcoholism, among others 

4. The use of arguments referring to health to define social goods“ 


The first social process, the expansion of medicine’s authority into areas 
not previously considered medical, is the most common understand- 
ing of medicalization today, but it is instructive to consider how the 
other three enable the first to be established. For example, John Ehren- 
reich distinguishes two types of critique that influenced the medicaliza- 
tion thesis at the time—one that focused largely on disparities between 
well-off and poor citizens, and one that focused on the cultural mech- 
anisms of normalization and control? While the former critique as- 
sumes that the problem with medicine is lack of access to medical care 
for many individuals, the second suggests that the problem is med- 
icine’s enlarging social footprint and capacity to set norms and expec- 
tations for social behavior. This second critique, which Ehrenreich calls 
the cultural critique, is clearly in line with commonly accepted definitions 
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of medicalization, such as Zola’s first social process pointing to medi- 
cine’s expansion. Interestingly, Ehrenreich’s cultural critique suggests that 
lack of access to medical care keeps some people outside of medicalizing 
norms. 


Foucault and the Medicalization Thesis 


Michel Foucault, the famous French thinker whose work is required read- 
ing for anyone wanting to understand the formation of modern knowl- 
edge, institutions, and bodies, is often referred to in discussions of 
medicalization. Foucault participated in the scholarly discussions around 
medicalization in the 1970s, although he differs in his understanding of 
its origins. He did not locate our current forms of medicalization in the 
post-World War II period. Instead, he went back to the end of the eigh- 
teenth century to identify a shift in medicine's relation to the body, disease, 
and society. Yet despite this historical distinction, Foucault's writing in the 
1950s, 1960s, and 1970s about madness, sexuality, and medicine all con- 
tributed to the critique of medicine that the sociology of medicalization 
was engaged in. Here I briefly present some of the most iconic ideas in his 
work on the topic. In the next chapter, I discuss his relationship to Ivan 
Illich and contributions to antimedicine themes. 

For Foucault, the eighteenth century marks a shift in what he calls 
biopower, social power that takes the body and its capacities as its focus. 
The emergence of modern biopower is linked to changes in governance 
structures—when the body of the king no longer serves as the basis for 
government, and the king's power shifts from the right to kill to the 
promotion of the life of the populace, a characteristically modern form 
of biopower develops. Modern biopower, Foucault argues, comes in two 
forms—discipline, in which the individual body is subjected to specific 
practices to encourage its adherence to norms, and biopolitics, which 
refers to management at the level of the population. In his early work, 
Foucault investigated instances of biopower in the formation of soldiers' 
and schoolboys' bodies, the incarceration of criminals and the insane, 
the development of clinical medicine, and the history of sexuality, iden- 
tifying the eighteenth century as a pivotal moment in which there is a 
transformation to modern forms (although in the history of sexuality the 
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decisive shift occurs in the nineteenth century). His views on medicaliza- 
tion fit this pattern, suggesting that what sociologists have argued began 
in the 1940s in tandem with the tremendous growth of medicine was 
really an effect of much earlier changes. 

Foucault’s most identifiable statement about medicalization appears in 
his essay “The Politics of Health in the Eighteenth Century,” which was 
published in two slightly different versions.‘ He begins both versions 
by questioning whether one can argue that medicine is split between its 
private and collective attributes, the doctor-patient relationship and pub- 
lic health (to pin down this distinction somewhat reductively). Without 
coming to a conclusion on this question—indeed, by discarding the ques- 
tion posed in this way and reorienting it—Foucault spends the rest of the 
essay defining the “politics of health” that support changes in medical 
practice in the eighteenth century. In the 1979 version of the essay, he 
writes: 


In this history [of the medical profession], the eighteenth century marks an 
important moment. Quantitatively, it saw the multiplication of doctors, the 
foundation of new hospitals, the opening of free health clinics, and, in a gen- 
eral fashion, an increased consumption of treatment in every class of society. 
Qualitatively, the education of doctors was more standardized; the relation- 
ship between doctors’ practices and the development of medical knowledge 
was a bit better defined; a little bit greater confidence was accorded to doc- 
tors’ knowledge and effectiveness; thus there was also a diminution in the 
value that one attributes to traditional “cures.” The doctor separated him- 
self a little more clearly from other caregivers, and he began to occupy a 
more extensive and more valorized place within the social body.!” 


In other words, medicine as a profession began to modernize. These pro- 
fessional and institutional changes were related to two important broad 
societal changes—social welfare that targeted the ill, not just the poor, 
and the development of surveillance techniques to measure rates of illness, 
health, and death in national populations. Because modern states expect 
children to become adults as part of the healthy population, the family 
became the locus of practices to promote health. As a result, the family’s 
structure as a kinship system took a back seat to its role in assuring “the 
best possible conditions [for] a human being that will gain maturity.”!® 
The dual result of these two movements was that the family became 
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a primary mechanism of medicalization in modern societies and health be- 
came a moral imperative of families. 

In many ways, the overt discussion of medicalization in “The Politics 
of Health in the Eighteenth Century” is uncommon in Foucault’s work. 
Foucault’s typical approach to medicalization is not to name it as such 
but to show what its effects are. In Foucault’s famous book The History 
of Sexuality, Volume 1: An Introduction, he does not explicitly discuss 
medicalization. Nevertheless, the book’s argument about the “deployment 
of sexuality” involves an implicit critique of the medicalization of sex. Un- 
derstanding this critique is crucial to understanding medicalization itself, 
as Foucault’s approach involves the reader in recognizing his or her own 
investments in a medicalized perspective and experience.” 

Foucault made his general argument in The History of Sexuality in 
a double movement. First, he said, since the Victorian period we have 
believed that sexuality is repressed and that liberation is to be had if we 
allow ourselves a freer expression of it. However, he argued in a sec- 
ond move, the reality of the situation is that, in the Victorian period and 
after, we have been obsessively talking about sex and thus participating 
in a *discursive explosion" that creates, rather than subjugates, sex. Our 
focus on sex has not been because it is buried and needs to be unearthed, 
but rather because a distinctly modern mechanism of biopower operates 
in relation to it. Rather than by forbidding its expression, sexuality is 
managed by regulating the discourses through which it is talked about. 
That is, producing discourses about sex, not denying them, is the pri- 
mary mechanism through which sexuality is simultaneously created and 
socially regulated. 

One effect of the movement to codify, investigate, and regulate sexual 
behaviors was the medicalization of sex, starting with those versions of 
perverse sex thought to endanger others (and later, the self). Early in 
The History of Sexuality, Volume 1, Foucault tells the story of a “farm 
hand from the village of Lapcourt," who, in 1867, was caught having sex 
(*obtained a few caresses") with a little girl. In telling the story, he com- 
pares it with a previous time, in which these “bucolic pleasures" were 
tolerated, even sought out, by “alert children." In the mid-nineteenth 
century, however, the man is *turned over first to a doctor, then to two 
other experts who not only wrote their report but also had it published." 
Identifying the investigation as *a judicial action, a medical intervention, 
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a careful clinical examination, and an entire theoretical elaboration,” 
Foucault suggests that what happens to this farm hand is an instance 
of medicalization: “Acquitting him of any crime, they decided finally to 
make him into a pure object of medicine and knowledge—an object to 
be shut away till the end of his life in the hospital... but also one to be 
made known to the world of learning through detailed analysis” (31-32; 
emphasis added). 

The subject of sex makes it difficult to see this initially as an example of 
medicalization, but it is one, and a caustically criticized example at that. 
How do we know? This is the only time in the text that Foucault provides 
a full story to illustrate a point. To defend his other arguments, he refers 
to historical developments or specific texts for evidence. And in relating 
this narrative he changes his tone, and that tonal shift reveals his rhetori- 
cal strategy. He begins with a typical opening phrase for a story— One 
day in 1867”—and continues with sympathetic language describing the 
“simple-minded” “farm hand” and his game of *curdled milk” with the 
little girl. Foucault overemphasizes the innocence of the encounter, using 
phrases like “everyday occurrences,” “inconsequential bucolic pleasures,” 
“timeless gestures,” and “barely furtive pleasures” to press the point that 
these were either not noted in the past or were considered to be perfectly 
fine ways to spend an afternoon. But his presentation is ironic—in this 
day and age who really believes that sex with little girls is a good, or even 
neutral, activity? The distance between his rhetoric (positive and lush) and 
his topic (despicable and distasteful) forces the contemporary reader into 
an untenable position, either condoning the molestation of little girls or 
calling a cognitively disabled man perverse. 

Medicalization is key in seeing this sexual activity as a violation of the 
little girl. And in showing the reader how his or her understanding of the 
scene is already inflected by the medicalization of sex, Foucault demon- 
strates that we are already within the framework that he is trying to ex- 
plicate.”° It works like this. Foucault's presentation of the scene demands 
that we ask ourselves how we know that it is a violation, a bad kind of 
sex that is dangerous. We know because of the study of men like this, the 
knowledge produced out of his case and those of others like him—a farm 
hand who, at the wrong place and time, got a hand job from a little girl. 
The circularity of the epistemology is the entire point. This is one of the 
most difficult aspects of the medicalization thesis—the recognition that 
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we are already normalized to experiences and perspectives made possible 
by the very process we are criticizing. 


Biomedicalization, Biological Citizenship, 
and the Moral Regulation of Health 


Adele Clarke and colleagues suggest that medicalization spread from 
1945 to 1985, but then a new formation, which they call biomedical- 
ization, emerged.?! Biomedicalization is a radicalization of medicaliza- 
tion, an outgrowth of technoscientific applications to medical practices 
that have transformed health care and the experience of illness in the late 
twentieth and early twenty-first centuries. In a 2010 book, Clarke and 
colleagues distinguish these two movements this way—medicalization de- 
scribes “extensions of the jurisdiction of medicine” and biomedicalization 
describes “extension of biomedicine through technoscience”—keeping to 
the description of medicalization that characterized its initial discussion in 
the sociological literature in the 1960s and 1970s.” In developing the con- 
cept biomedicalization, they try to capture a set of changes to the practice 
of medicine as well as to the experience of illness and the self that charac- 
terize the period we live in today. 

Clarke and colleagues follow the tradition of science and technology 
studies in using the term technoscience to describe the intertwined social 
impacts of science and technology development in the second half of the 
twentieth century. The efflorescence of technoscience in the 1960s, in part 
through Cold War competition with the Soviets, led to the emergence of 
biomedicalization in the 1980s. While medicalization emphasized con- 
trol over bodily processes within the domain of medical intervention, 
biomedicalization focuses on prevention through the evaluation of risk 
and technical manipulation of bodies and practices—it describes not just 
normalization, but the forward-thinking optimization of bodies through 
material transformation.” 

Clarke and colleagues identify five processes that characterize biomedi- 
calization and differentiate it from the basic expansion of medicine socially: 


1. A new political economy of medicine and health, through which 
knowledge, technology, services, and capital are created and 
circulate 
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2. An “intensifying” focus on health, optimization, and enhancement, 
in part accomplished by new surveillance mechanisms 

3. The increasingly “technoscientific nature” of medicine (one exam- 
ple is a shift from “case-based” and “locally controlled” patient 
care to “outcomes-based care” that is managed centrally) 

4. A transformation of the production and management of medical 
knowledge, information, and consumption 

5. The transformation of bodies in the service of producing new iden- 
tities, both individual and collective?* 


Biomedicalization can be traced by looking at economic, governmental, 
cultural, medical, and knowledge sectors, and also at all the things that 
people do or think about doing to their bodies as a way of producing and 
managing identities. 

A few examples might be helpful in explaining the difference between 
medicalization and biomedicalization. Carl Elliott, in Better than Well, 
writes extensively about the social anxiety drug Paxil, which many people 
claim has made shyness into a psychological disorder.” That claim is, in 
part, a claim about medicalization, a claim about how a personality dis- 
tinction that was once perfectly ordinary became a disorder in the expan- 
sion of psychiatry. Perhaps an even better example is psychoanalysis itself, 
which transformed psychiatry from the late nineteenth century through 
the 1960s, changing it from its original focus on psychotic behavior to 
neurosis, which brought many more people into doctors’ offices for what 
was originally called “the talking cure.” That shift is pure medicalization, 
bringing people who previously might have been unhappy but considered 
normal to seek the supervision of doctors. 

The development of new antidepressant drugs in the 1980s changed 
this situation, biomedicalizing it. Now millions of people not only iden- 
tify as depressed or socially anxious (a change attributable to medicaliza- 
tion), but millions also take these medications (such as Prozac, the most 
famous, as well as Paxil) in order to be more like themselves: “Enhance- 
ment technologies put me in touch with my true self.”7° Biomedicaliza- 
tion defines this latter shift, in which a technoscientific development (new 
medications), in conjunction with new diagnostic criteria and mechanisms 
(a change in the definition of “major depressive disorder” in the Diag- 
nostic and Statistical Manual of Mental Disorders in 1980 and the shift 
in prescribing to general practitioners), leads to a transformation in the 
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way that people think about their selves. People have always taken drugs 
to manage the stresses of ordinary life (think cigarettes, alcohol, opium, 
morphine, cocaine, Valium, Miltown), but the development of new medi- 
cations in conjunction with changing diagnostic criteria enables people 
to enhance, optimize, or simply regulate their personalities and psychic 
experience.?" 

In another example, through the 1960s, vaccine development was rela- 
tively simple: whole bacteria or viruses were inactivated or attenuated, 
and the resultant material was injected into the body or given by mouth 
(in the case of the oral polio vaccine) to induce immunity. As Elena Conis 
has shown, the development of vaccines for the so-called mild diseases 
of childhood—rubella, measles, and mumps—caused the medical com- 
munity to change its perspective on these illnesses in the 1960s. Once they 
became vaccine-preventable diseases (or VPDs), their complications were 
investigated more fully, and researchers and public health professionals 
presented them as more threatening to individual and public health than 
they had previously? In this sense, these diseases themselves became med- 
icalized in new ways as a result of the development of relatively straight- 
forward vaccines—while they were not new diseases, their significance 
and relation to medicine changed as the result of vaccine development. 
Furthermore, childhood visits to the doctor also changed, as these be- 
came instances to give vaccinations. The well-child visit to the pediatrician 
emerged in the twentieth century as an example of the medicalization of 
child-rearing (amply documented by Rima Apple in Perfect Motherhood: 
Science and Childrearing in America), and the vaccination schedule that 
was established in the 1960s, 1970s, and 1980s cemented this trend.?? 

Biomedicalization affected vaccine development in the 1980s and 1990s 
as a slew of new vaccines (among them, hepatitis B, varicella, pneumococ- 
cal disease, rotavirus, and acellular pertussis) were created and licensed. 
More rolled out in the early 2000s, including vaccines for the four strains 
of the human papilloma virus, or HPV, that cause most cases of cervical 
cancer. Many of these vaccines do not include the entire bacterium or 
virus. Rather, they depend on complex production techniques (for exam- 
ple, recombinant methods) to identify and exploit key proteins on the bac- 
terium or virus to spur an immune response but not bombard the immune 
system with antigens. As a result, vaccine proponents frequently point out, 
while children today receive more vaccines than they did 50 or 100 years 
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ago they are injected with fewer antigens overall? This argument is 
meant to suggest that the vaccines are more refined, safer, and less likely 
to cause bad reactions. 

These technoscientific advances in vaccinology have led to an explo- 
sion in vaccine development, as well as the inclusion into the recom- 
mended schedule of vaccines to prevent diseases that are not thought to 
be as serious as even the previously considered “mild diseases” of child- 
hood. Chicken pox is a good example.*! Prior to the introduction of the 
varicella vaccine in the United States in the mid-1990s, chicken pox was 
thought to cause slightly over 100 deaths annually in the United States, 
and most of those deaths were in individuals with compromised immune 
systems.** The recommendation for universal childhood varicella vaccina- 
tion was based on a variety of factors; prominent among those were eco- 
nomic considerations that highlighted indirect costs, such as parental lost 
wages. Lawrence Altman, medical reporter for the New York Times, sum- 
marized a CDC study referred to by federal officials in the announcement: 
“By the study’s calculations, if all indirect costs of preventing chicken pox 
were included, such as a parents’ lost wages, there would be a return of 
$5.40 in benefits for every $1 spent on the vaccine. But if only direct costs 
were considered, like hospitalization, the total benefits would only be 
94 cents for every dollar spent on a chicken pox vaccine.” The study it- 
self emphasizes the role of indirect factors in assessing the vaccine's overall 
impact on American society: 


The main goal of a routine varicella vaccination program is to prevent suf- 
fering from chickenpox or from major complications rather than to save 
lives. Since varicella causes very few deaths despite many chickenpox cases, 
a mortality-based outcome measure may underrepresent the program's cost- 
effectiveness. We have not attempted to place a value on the intangible costs 
of pain and suffering from varicella or to convert costs of morbidity from 
chickenpox and nonfatal complications into quality-adjusted life-years. In- 
stead, the results allow the reader to explicitly evaluate these goals of a var- 
icella vaccination program. 

We conclude that, at a cost of $35 for each vaccine dose, a routine vari- 
cella vaccination program for preschool-age children will not save money from 
the health care payer's perspective, but would still be desirable and would save 
money from the societal perspective. It has an acceptable cost per life-year 


saved compared with other established health interventions.?* 
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Federal vaccine recommendations are complex processes utilizing sci- 
entific data from human subject trials as well as the results of mathemati- 
cal modeling and policy considerations that take into account social as 
well as personal costs of illness. Over the decade after the initial recom- 
mendation in 1995, varicella vaccine was mandated for school entry in 
almost all states.’ This linkage between vaccine development and the 
political economy of vaccine delivery, in connection with the legal estab- 
lishment of the school-entry mandate, is an example of biomedicalization 
at work across several of the domains indicated by Clarke and colleagues. 
We have a biotechnical replacement for a previous embodied ritual of 
childhood, one that entails the control of infectious disease, the optimiza- 
tion of family sick leave, the minimization of expense to society (if not to 
the individual), and the necessity to record another milestone of child de- 
velopment in an electronic medical record and a school immunization file. 

Clarke and colleagues’ focus on the late twentieth century as a par- 
ticularly important, and radicalizing, moment in medicine is shared by 
other sociologists. Nikolas Rose focuses on the impact of genomics on 
personal and collective practices to optimize embodiment. Using the term 
biological citizenship to refer to care of life (bios) through the body as 
an implicit social demand, Rose highlights the practices that individuals 
engage in to regulate themselves and produce new “vital” futures from 
bodily self-management: 


The maintenance and promotion of personal, childhood, and familial 
health—regimen, personal hygiene, healthy child-rearing, the identification 
and treatment of illness—became central to forms of self-management that 
authorities sought to inculcate into citizens and hence to their own hopes, 
fears, and anxieties... . 

By the second half of the twentieth century, health had become one of the 
key ethical values in such societies. . . . Encouraged by health educators to take 
an active interest in their own health, and *activated" by the new cultures of 
active citizenship, many [actual or potential patients and their families and 
advocates] refused to remain “patients,” merely passive recipients of medical 
expertise. They became consumers actively choosing and using medicine, bio- 
sciences, pharmaceuticals, and *alternative medicine" in order to maximize 
and enhance their own vitality. . . . Health, understood as an imperative, for 
the self and for others, to maximize the vital forces and potentialities of the liv- 


ing body, has become a key element in contemporary ethical regimes.? 
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From this general understanding of biological citizenship, Rose identifies 
an emerging paradigm he calls somatic individualism, which he describes 
this way: 


We are increasingly coming to relate to ourselves . . . as beings whose indi- 
viduality is, in part at least, grounded within our fleshly, corporeal existence, 
and who experience, articulate, judge, and act upon ourselves in part in the 
language of biomedicine. . . . We see an increasing stress on personal recon- 
struction through acting on the body in the name of a fitness that is simulta- 
neously corporeal and psychological. Exercise, diet, vitamins, tattoos, body 
piercing, drugs, cosmetic surgery, gender reassignment, organ transplanta- 
tion: corporeal existence and vitality of the self has become the privileged 
site of experiments with the self. (25-26) 


I'm sure that many of us can see at least some of our own practices de- 
fined under this banner. Somatic individualism resonates with personal- 
ized medicine, which is a consistent and implicit promise of medicine in 
the twenty-first century, although it has yet to be realized in a significant 
way. It enables a particular ethical ideal—to be a good citizen one works 
on the self, improves the self, regulates the self, and manages illness and 
health through specific individualized practices that enhance vitality and 
fitness. Somatic individualism is a positive configuration of desire, oppor- 
tunity, and self-making. 

The process of biomedicalization that seems most directly related to 
emergent forms of biological citizenship is the last one indicated by Clarke 
and colleagues—work on our bodies that is connected to the management 
and production of identity. Rose offers a positive interpretation of bio- 
medicalization and the practices it enables. He believes that new genetic 
medicine offers opportunities for individuals and groups to forge innova- 
tive vitalities and, as a result, new futures. He refuses, in other words, to 
cast the current situation as one in which the individual is regulated solely 
by others, through medicalization. It is not that all is rosy or good—there 
are worrisome implications in terms of the regulation of the self and others 
that should give us pause. For example, Rose writes, *Our somatic, corpo- 
real, neurochemical individuality now becomes a field of choice, prudence, 
and responsibility"—not necessarily a happy picture, as we are all obli- 
gated, to a certain extent, to use biomedical information for health (40). 
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For Rose, the biological sciences create a context in which uncertainty 
must be managed in the pursuit of health. Those individuals who do so 
are the subject of demands from the cultural system (to be healthy, to 
use medical information and practices to better the self), as well as active 
participants in creating new models of embodiment, identity, and citizen- 
ship. His thinking relies implicitly on technoscientific transformations 
that Clarke and colleagues investigate—genetic medicine is nothing if not 
the application of extremely advanced scientific information and techni- 
cal procedures to the lived experience and self-understanding of ordinary 
people who, if the advertisements I see on TV nightly are any indication, 
avidly conduct in-home genetic tests to determine not only their possible 
disease states but also their ancestry. Thus, the somatic individual is some- 
one who carefully manages the self as a (medical) body, someone who 
relies on the networks, political economy, knowledge practices, and em- 
bodied opportunities that biomedicalization offers in the late twentieth 
and early twenty-first centuries. 

Biological citizenship and its attendant form, somatic individualism, 
are incredibly valuable concepts in the context of critiques of medicaliza- 
tion and biomedicalization because they offer terminology that helpfully 
explains how individuals and groups respond to cultural changes in the 
realm of medicine, therapeutics, and biotechnology. Whereas Clarke and 
colleagues tend to present a relatively traditional sociological critique of 
biomedicalization, Rose embraces people’s engagement with the rhetoric 
and pragmatic opportunities of medicine in the current moment. Both of 
these arguments rely on normative ways of viewing what people do in the 
context of a bio/medicalizing society. And, it turns out, what we do with 
this knowledge is the key element in how we think about these emerging 
norms. 

The medicalization thesis identifies a problem (increased social au- 
thority of medicine) and its consequences (less personal freedom, more 
social surveillance, increased medication usage, linkages between moral 
meanings and disease incidence, and profound changes in the way we 
experience our bodies and their idiosyncrasies, to name a few). But cri- 
tiques often don’t offer much in the way of solutions. The recent edited 
volume Against Health: How Health Became the New Morality is a case 
in point.*” The book attempts a jeremiad against health as the “new mo- 
rality,” but is stymied, in the end, by the question of what it all means. 
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After identifying how the current moment is a crucial point in the history 
of health’s hold on the individual and collective imagination, the coeditor 
Anna Kirkland writes, in the book’s conclusion, “If we take seriously the 
concerns assembled here, it is clear that both what we do and the ways 
we think must change,” adding that the “most important way that this 
volume proposes to change our way of thinking about health is its insis- 
tence that we become more self-aware about our moral impulses even if 
we doubt that it is possible (and maybe not even desirable) to distinguish 
them from more objective conclusions.” ** 

Thus, the solution to the problem of medicalization, the problem of 
health “as a new morality,” is awareness. This conclusion is scarily close 
to Carl Elliott’s discussion of the PR focus on awareness of illnesses as 
a way to sell pharmaceuticals (in his caustic contribution to Against 
Healtb).?? The problem is real though—the medicalization thesis suggests 
that the expansion of medicine is bad for us, but offers only awareness as 
a possible solution, because although we might realize the extent to which 
we are medicalized, it is difficult to turn down a treatment protocol that 
might be beneficial personally. 


A few years ago, I had a conversation with my brothers about statins, 
the cholesterol-lowering medications that my ninety-three-year-old fa- 
ther swears have helped him make it into his tenth decade. I told my 
brothers, both of whom were on statins at the time, that I distrusted 
guidelines that significantly expanded the number of people who should 
go on statins to reduce the risk of a heart attack or stroke. My argu- 
ment was that this was a ploy to put everyone in the world, or close to 
it, on cholesterol-lowering drugs—in other words, that it was an instance 
of medicalization. 

My older brother looked at me incredulously and said that it seemed as 
if I was using a broad social critique to repudiate a treatment that might, 
in the individual case, be beneficial. His position is that we are intelligent 
medical consumers and that the information at hand (drug efficacy and 
an accurate cholesterol test) is valuable and can be intelligently discussed 
with a doctor to come to a personalized treatment decision. My position is 
that if you start down that rabbit hole, medicalization wins. To my older 
brother, my position is stupidly against health. (My younger brother, also 
on a low-dose statin at the time, largely stayed out of the conversation. 
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We did, after all, have this conversation while on a boat on Long Island 
Sound, so there were more pleasant things to pay attention to.) 

While my older brother would probably think the entire book Against 
Health is a little much, he might agree with Anna Kirkland’s statement 
toward the end of the conclusion that “challenging health—being against 
health in certain ways—will actually promote better conversations in piv- 
otal moments like those that occur in the doctor's office.”*! That, at least, 
is what he was trying to persuade me of when we had our disagreement 
about statins—don’t use a social critique to dissuade you of the benefits 
of medicine; just use it to your advantage in your personal relation with 
your doctor as you make important health decisions. He was really argu- 
ing for a mode of somatic individualism—use the information available as 
a mechanism toward optimization. Don’t repudiate the means available 
to assure yourself a healthy future. Don’t think of the tests as limitations 
but as opportunities. 

But is this really possible? Can we just use knowledge to better our own 
awareness and personal interactions with our doctors, as a way of smart 
bodily management? Does medicalization really let us off the hook in this 
way, to use an understanding of its negative cultural effects to our own 
personal advantage? In other words, does the medicalization thesis just let 
us be better medical consumers? More active rather than passive? In other 
words, what is the point of understanding medicalizing and biomedical- 
izing processes and outcomes? 

The sociologists Simon Williams and Michael Calnan provide a com- 
plex answer to these questions in their 1996 article, “The ‘Limits’ of 
Medicalization? Modern Medicine and the Lay Populace in ‘Late’ Mo- 
dernity.”** The simple way of rendering their discussion is to say no—the 
medicalization thesis is not, primarily, a mechanism to realize how to be 
better health care consumers. Instead, it sheds light on reconfigurations 
of medical practitioners, patients, knowledge, and policy. Williams and 
Calnan suggest that while early theorists portrayed medicalization as a 
“dependence on modern medicine, or the ‘fabrication’ of ‘docile bodies,” 
such characterizations produced a “largely ‘over-drawn’ view of medi- 
cal power, dominance and control in the late modern era.” In their view, 
recent sociological explorations of the risk society and modern social for- 
mations demonstrate a “critical and dynamic relationship between mod- 
ern medicine and the lay populace,” one in which a “‘critical distance’ is 
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beginning to open up.” As a result, they anticipated an emergent set of 
problems concerning doctors’ roles in society, their social power, their 
responses to questions about their expertise and the limitations of their 
knowledge, and the issue of trust in experts in the context of “a society in 
which all knowledge is seen as provisional [and] doubt becomes a defining 
feature of modern critical reasoning”: “Will medicine increasingly come 
to acknowledge its limitations and the contingent nature of its knowledge 
base, or will it instead simply shift towards more ‘defensive’ forms of 
medicine and ‘damage limitation’ as rear-guard action to growing public 
criticism and demystification of science and technology?” (1617-18). 

I raise this discussion of Williams and Calnan’s 1996 article at the end 
of this chapter because it suggests an alternative to what seems to be a 
rather disappointing conclusion to the value of understanding medicaliza- 
tion. I do not think that medicalization teaches us to be better health care 
consumers. The medicalization thesis illuminates a pervasive and ongoing 
theme of modern discontent—concerns about specialized expertise, loss 
of individuality and control, and increased surveillance and managerial 
regulation that characterize medicine in late modernity. Williams and Cal- 
nan state that “a critical re-configuration of professional power and domi- 
nance [with respect to medicine] is beginning to take place. At present [in 
1996], however, the precise nature and extent of these changes remains 
largely open to question” (1618). If we are to try to find an example of a 
social phenomenon that represents this reconfiguration, or that speaks to 
it, vaccination controversy is a pretty good one. As Williams and Calnan 
point out, “Medicine’s close association with the body may mean that 
it has become a focal point around which many of these broader social 
concerns and anxieties have condensed” (1618). The timing of their argu- 
ment is prescient, especially when considering their anticipatory conclu- 
sions about forms of “critical reconfigurations” in relation to the growing 
influence of vaccine skepticism in the late 1990s and early 2000s. 

Williams and Calnan write that “the increasing lay emphasis upon 
the ‘un-natural’ aspects of modern medical technology may represent 
a symbolic struggle over the human body” (1618). In the next chapter, 
I consider this symbolic struggle as it is addressed in the work of anti- 
medicine social theorist Ivan Illich and the iconoclastic physician Robert 
Mendelsohn. They extended the arguments of the medicalization thesis to 
concerns about medicine’s actual dangers, focusing on its expansive social 
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presence and transformation of ordinary life but also bringing attention to 
its disease-creating potential or, in Illich’s terms, its iatrogenic capacities. 
Like Williams and Calnan, these critics anticipated the “critical recon- 
figurations” of society that medicine provoked, seeing in medicine’s rise a 
troublesome loss of authenticity or a challenge to the limits of expertise. 
Antimedicine offers an opportunity to situate vaccine skepticism in the 
currents of a critical, and dark, twentieth-century perspective on medicine 
and its supposed triumphs, leading into a discussion of medical exposés 
that constitutes the second half of the next chapter. 


ANTIMEDICINE IN 
THEORY AND PRACTICE 


While I was working on the first draft of this chapter, my husband and 
I went on a road trip to visit family. At some point we all got talking about 
medications—what we’re on, why we’re on them, and what they do. As 
a group, we were a pretty typical bunch of middle-class, middle-aged-to- 
elderly white Americans. We had a lot of medications in the house, both 
self- and doctor-prescribed, as well as theories and practices about taking 
them. The older members of the group tended to take more medicines. At 
least one of us is alive because of medical treatments all but unknown fifty 
years ago. All of us could be described as good biological citizens manag- 
ing our health and optimizing our potential. We monitor our symptoms, 
hoping that the side effects of drugs and supplements won’t be worse than 
the conditions we are trying to prevent or treat, and we accept or resist 
medications based on personal experience, somatic responsiveness, and 
perceptions of the reliability of the advice. 

Within our family group, our relationship to these forms of medical- 
ization differ—my husband and I are more skeptical of widely advertised 
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prescription medications (like statins and antidepressants), more reluctant 
to take drugs regularly, warier of testing too much in the effort to find 
something wrong. Nevertheless, it struck me that all of us were taking 
our medications on trust—trusting the physicians who prescribe them, the 
companies that make them, the news articles about them, the informa- 
tional websites that we consult, the scientific studies that we read, and the 
books that we buy to improve our knowledge about ourselves. 

Antimedicine critics tell us why we should trust less and resist more. 
Antimedicine is related to the medicalization thesis but is not precisely the 
same. As I showed in the previous chapter, the sociology of medicalization 
focuses on aspects of ordinary life that are brought under medical authority, 
either socially or professionally. Antimedicine is similarly concerned with 
the expanding purview of medicine, but targets the more specific effects 
of medications and treatments. Like sociologists of medicalization, anti- 
medicine critics will criticize the social effects of medicalization—loss of 
personal freedom and autonomy, for example, in a society that increas- 
ingly narrows its normative expectations for healthy behavior—but they 
also identify specific dangers of medical practices and procedures. In other 
words, antimedicine critics argue that medical treatment itself can be dan- 
gerous and that medicine must be limited in order to protect people’s true 
health. 

There are three basic kinds of antimedicine arguments. One, exempli- 
fied by the intellectual iconoclast Ivan Illich, is an extension of the medi- 
calization thesis, criticizing the social authority of medicine but zeroing 
in on its iatrogenic capacities. (Iatrogenic is a word of Greek derivation 
meaning “doctor-caused” or “caused by medicine or treatment.”) This 
critique is broad, sociological, and theoretically informed. Another is a 
more consumer-oriented antimedicine, arguing that much of contempo- 
rary medicine is costly and often unnecessary, sometimes damagingly 
so. This is a position that is likely to be put forward by physician au- 
thors. Finally, there is the antipharmaceutical crowd. They argue that 
current medical practice is overly influenced by the existence of drug 
treatments and the marketing efforts of drug companies. Some of the 
critics in this group go so far as to accuse the pharmaceutical industry 
of corruption and fabrication of research results in an effort to increase 
profits. This last group of antimedicine critics is made up of physicians, 
academics, and medical journal editors. The second and third groups 
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often publish their ideas in the form of exposés of mainstream medicine 
and pharmacology. 

The doubts about medicine that are promulgated by all of these critics 
are reminiscent of the problems of trust that I have pointed to throughout 
this book. The arguments that antimedicine critics make are meant to per- 
suade us that there are ways to be healthy other than following the advice 
of physicians or the enticing advertisements of drug companies. In other 
words, they try to instill doubt in the practice of medicine as we encounter 
it now—in terms of both our own doctors and our expectations of life and 
what we do to be healthy. And while none of these critics says exactly the 
same thing, each does argue that medicine’s development leads to various 
forms of ill health. The message that all of them put forward is that a 
healthy skepticism of contemporary medical practice, and, especially, of 
contemporary medicines themselves, is in order. Taken together, antimedi- 
cine critics are concerned not only that medicalization has transformed 
our relation to health, but that medicines taken as prescribed might very 
well kill us. Of interest, then, are their recommendations for how to avoid 
this fate. 


Ivan Illich and the Limits of Medicine 


Ivan Illich's iconic book, Medical Nemesis: The Expropriation of Health, 
was initially published in 1975, with the American edition coming out in 
1976.! As an antimedicine text, Medical Nemesis is a cultural reference 
point for this unorthodox, yet influential, position. Illich himself is some- 
thing of a cultural reference point, as he had an unusual career as a pub- 
lic intellectual. Trained in the Catholic priesthood, he served only briefly 
as a parish priest.) He was appointed to a number of visiting professor- 
ships in the United States and Europe, notably at Pennsylvania State Uni- 
versity and the University of Bremen. At the latter location he was part 
of a group including the historian Barbara Duden, who with Illich initi- 
ated a unique approach emphasizing the radical dissimilarity of bodies in 
history. Illich's most famous works are Deschooling Society and Medical 
Nemesis, although Tools for Conviviality, according to Carl Mitcham, is 
his most general theoretical statement.? Although Illich's writing touched 
on many issues, for our purposes here it is enough to say that he offered 
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wide-ranging criticism of modern developments that end up damaging, 
rather than improving, human relationships and human experience. In 
particular, he criticized institutions that promote a philosophy of the man- 
aged life. 

For Ivan Illich, medicine’s transformations in the twentieth century led 
to dangerous clinical, social, and cultural circumstances, which he identi- 
fies as various forms of “dis-ease.” Early in Medical Nemesis he defines 
different forms of iatrogenesis, or illness caused by medicine. For Illich, 
clinical iatrogenesis is medicine's intrinsic dangerousness, the known and 
unknown “side effects" of treatment that sicken people. Social iatrogen- 
esis is the way in which *medical practice sponsors sickness by reinforc- 
ing a morbid society" in which individuals seek treatments as consumers 
rather than actively working for social and political transformation.‘ It is 
at this level that health is “expropriated” through “overmedicalization.” 
Cultural iatrogenesis is for Illich the deepest level of medicine-caused ill- 
ness, in which people's innate capacities to confront and experience suffer- 
ing, illness, disappointment, pain, vulnerability, and death are displaced 
by medicine's *pernicious techniques" (33). 

Culturally and structurally, for Illich, medicine serves as a *radical mo- 
nopoly,” which means an institution that “disable[s] people from doing or 
making things on their own" (42). Radical monopolies are things, prac- 
tices, or institutions that become important in themselves, rather than for 
the services they render. As a result, social forces then consolidate to sus- 
tain their existence, further disabling and alienating people from their own 
capacities. A classic example of a nonmedical radical monopoly is the au- 
tomobile, which comes to actively displace other forms of transportation, 
whereupon local and national infrastructures are created to serve it. As 
a result, people come to depend on automobiles and no longer on them- 
selves (their bodies and strength) for transportation, and the built environ- 
ment does not allow people to walk to stores or easily transport purchased 
goods home on foot. 

As a radical monopoly, medicine also becomes an end in and of itself, 
rather than serving primarily as a tool for healing. In the context of this 
critique, doctors are no longer healers with both practical and ritualis- 
tic roles to play, but technicians who work for impersonal institutions. 
Personal relationships, the most meaningful and trust-laden interactions 
that form the basis of successful treatment, deteriorate in the context 


Antimedicine in Theory and Practice 157 


of medicalization. Medicine, which used to promote natural healing by 
working with the body, is now a practice located in a faceless bureaucracy 
without commitment to individuals or their personhood. 

Illich’s own discussion is of course far richer than this brief summary 
can portray. He expresses nostalgia for previous historical periods dur- 
ing which, he claimed, healthier relations with doctors obtained. Much 
of his argument is targeted against technology, which makes doctors 
into technicians and patients into its servants. Medicine reduces au- 
tonomy all around—doctors lose their historical stature and authority, 
and patients no longer control their bodies, their environments, or their 
will. Cultural, social, and personal human experiences are turned into 
technical matters that are managed bureaucratically. In Illich's view, this 
change weakens people's individual and collective responses to life and 
illness. As an example, what he would consider the normal expression 
of pain in culture is tolerable because it bas cultural meaning. Cultural 
iatrogenesis, however, robs pain of its intrinsic cultural meaning so that 
the patient can only request that it be stopped: “There is no histori- 
cal precedent for the contemporary situation in which the experience of 
personal bodily pain is shaped by the therapeutic program designed to 
destroy it" (139). 

Lest it seem that Illich is throwing the baby out with the bathwater, 
he is not against all medical discovery and advancement. I include here a 
long quotation from Medical Nemesis in which he sets out his argument 
that medical progress is a problem when it goes beyond *a certain level," 
although he doesn't fully specify how we are to determine that point: 


The destructive power of medical overexpansion does not, of course, mean 
that sanitation, inoculation, and vector control, well-distributed health edu- 
cation, healthy architecture, and safe machinery, general competence in first 
aid, equally distributed access to dental and primary medical care, as well 
as judiciously selected complex services, could not all fit into a truly modern 
culture that fostered self-care and autonomy. As long as engineered interven- 
tion in the relationship between individuals and environment remains below 
a certain intensity, relative to the range of the individual's freedom of action, 
such intervention could enhance the organism's competence in coping and 
creating its own future. But beyond a certain level, the heteronomous [sub- 
ject to the authority of others] management of life will inevitably first re- 
strict, then cripple, and finally paralyze the organism's nontrivial responses, 
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and what was meant to constitute health care will turn into a specific form 
of health denial. (220; emphasis added) 


This lengthy excerpt shows that in Illich's view the problem is how medi- 
cine's expansion enlarges the authority of bureaucratic managers by limit- 
ing the freedom of individuals and their capacity for autonomous action, 
including bodily healing. Paradoxically, he notes, the extension of health 
care to all, instead of lessening illness, expanded the numbers of those 
who needed treatment, in part through a redefinition of health, which 
*broaden[ed] the scope of medical care" (222)? (In the United States, the 
shift to managed care in the 1980s and 1990s was supposed to control 
costs, but it had the opposite effect, perhaps for a similar reason.) 

In the preface to the 1995 edition of Medical Nemesis, retitled Limits 
to Medicine, Illich reflects on some of his own limits when writing the 
original text: 


I unwittingly prepared the ground for a worldview in which the suffer- 
ing person would get even further out of touch with the flesh. I neglected 
the transformation of the experience of the body and soul when well- 
being comes to be expressed by a term that implies functions, feedbacks, 
and their regulation. . . . You can obliterate the experienced sensual body of 
the past by conceiving of yourself as a self-regulatory, self-constructing sys- 
tem in need of responsible management. . . . I did not sufficiently stress [the 
health care system's] subtle structures which pattern our response, turning 


us into subsystems.® 


This comment echoes the biomedicalization critique, discussed in the 
previous chapter. It is not only the expansion of medical care that is the 
problem, but the redefinition of humans and their needs. Once *systems 
thinking" takes over, people become managers of the systems in their bod- 
ies. Unlike Nikolas Rose, in this radical critique Illich sees little benefit in 
forms of somatic individualism that turn people into self-regulating cop- 
ing mechanisms, unable to either suffer or delight in the body. 

The French philosopher Michel Foucault responded to Illich's argu- 
ments in Medical Nemesis in a lecture he gave in the 1970s that was not 
published in English until 2004.” He does not make a point-by-point 
critique of Illich but criticizes the nostalgic elements of Illich's analy- 
sis and his lack of historical perspective concerning how early forms of 
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medicalization emerge and what the implications of its long history are. 
Yet both Foucault and Illich end at a similar point—medicine is not sci- 
ence but is a material practice embedded in the sociocultural context, 
systematically related to both economics and politics. They agree that 
medicine’s iatrogenic effects are found not only in the context of its treat- 
ments and their dangers, but also in its enlarged sociocultural authority 
and its complex enactment of economic and political power. As a result, 
medicalization represents one aspect of the dangers with which modern 
medicine threatens modern people, but it is not the only danger. Iatrogene- 
sis also resides within medicine, and threatens patients in the very context 
of treatment. Radical antimedicine stances move beyond the medicaliza- 
tion thesis to emphasize the problem of iatrogenesis as modern medicine’s 
most significant overreach. 


The People’s Doctor 


Robert Mendelsohn, MD, a self-described “medical heretic,” popular- 
ized antimedicine arguments in the 1960s, 1970s, and 1980s in the United 
States, primarily through his syndicated newspaper column and newslet- 
ter, “The People's Doctor,” and popular books like Confessions of a Med- 
ical Heretic, Male Practice: How Doctors Manipulate Women, and How 
to Raise a Healthy Child in Spite of Your Doctor.’ Mendelsohn’s argu- 
ments are rooted in an antimodern sensibility that accuses medicine of 
becoming a new religion. He included vaccines as dangerous technolo- 
gies that are not necessary to the vast majority of children in the United 
States and relied on his clinical experience as a physician as well as ex- 
perimental and anecdotal evidence for his arguments. Long a member of 
La Leche League's medical advisory board, he promoted home birth and 
breastfeeding and alerted readers to the dangers of routine use of X-rays 
(especially chest X-rays) and other technical procedures (such as nonre- 
ligious circumcision).? In these ways he argued against bureaucratic and 
technological trends in medicine that inhibited natural healing and sup- 
planted traditional cultural institutions like the family that, in his view, 
support true health. 

In Confessions of a Medical Heretic, Mendelson argued that the only 
real basis for people's trust in medicine is faith. He believed that this trust 
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is misguided, as he portrayed doctors as not very reliable or knowledge- 
able. Nor did he believe that their practices led to actual health. It’s un- 
clear why Mendelsohn had such low regard for his fellow physicians. He 
indicated that they are “only human” and therefore inclined to be narrow- 
minded, ignorant, uneducated, and (at times) boorish. His primary argu- 
ment is that, as the twentieth century wore on, doctors began to think of 
themselves as possessing magic powers and therefore like priests. Their 
quasi-magical powers resulted from new developments in surgery and the 
discovery of antibiotics, which allowed physicians to successfully treat 
conditions that previously were outside of medicine’s capacity to cure. 
Ordinary people’s faith in physicians as priests is dangerous because, he 
was quick to point out, they are only human. Their view of themselves as 
above others is what Mendelsohn thinks is dangerous, as he believed that 
physicians with such high opinions of themselves didn’t scrutinize their 
own practices. 

Like Illich, Mendelsohn believed that the practice of medicine had be- 
come less about healing than about the maintenance of medicine itself, 
and especially doctors’ livelihoods. As a result, many medical treatments 
were self-perpetuating even though bad for people. A key passage toward 
the end of Confessions of a Medical Heretic demonstrates his point of 
view: “There is no way anyone can justify the billions of dollars we spend 
every year on ‘health care. We're not getting healthier as the bill gets 
higher, we're getting sicker. . .. Modern Medicine has succeeded in teach- 
ing us to equate medical care with health.” +° 

Mendelsohn’s arguments in Confessions of a Medical Heretic against 
vaccination detail the potential dangers of routinely administered vaccines 
in comparison to the risks to the population of epidemic diseases or to in- 
dividuals of illnesses. In 1980 those vaccines would have been polio, DTP, 
measles, mumps, rubella, and flu, although the latter was not as widely 
recommended as it is today. His discussion here includes vaccines as forms 
of preventative medicine that endanger healthy people, just like X-rays 
and other routine screening procedures. Here is a typical argument: 


Any doctor who has had decades of experience with measles knows that 
while the incidence [of measles encephalitis] may be that high [one out of 
1,000 cases] among children who live under poverty and malnutrition, 
among well-nourished middle and upper class children the incidence is one 
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in 10,000 or even one in 100,000. Meanwhile, the vaccine itself is associ- 
ated with encephalopathy in one case per million and more frequently with 
other neurologic and sometimes fatal conditions such as ataxia (discoordi- 
nation), retardation, hyperactivity, aseptic meningitis, seizures, and hemipa- 
resis (paralysis of one side of the body). (144) 


He went on to argue that “numerous other factors such as nutrition, hous- 
ing, and sanitation” determine whether an individual contracts a disease, 
implying that health could be supported through widespread public health 
efforts rather than by vaccination, which involved risks, however remote, 
to those vaccinated (144). 

In his 1984 book How to Raise a Healthy Child in Spite of Your Doc- 
tor, Mendelsohn argued that “pediatricians are dangerous,” primarily 
because they lead children into “a lifelong dependence on medical in- 
terventions,” they are unlikely to “tell parents about the potential side 
effects of the drugs and treatments they prescribe,” they “indoctrinate 
children . . . with the philosophy of ‘a pill for every ill," they order 
unnecessary tests because of low pay, they fail to recognize real illness 
because they see so many well patients, they don't spend enough time 
with their patients, they *promot[e] and defend laws that force patients 
to use their services,” they are against breastfeeding, and they “tacit[ly] 
support . . . obstetrical intervention that is damaging children."!! His 
main concerns about vaccines focused on mass vaccination and the 
varied effects on individual children. He suggested that immunization 
clinics make it difficult to determine if immunization is contraindicated 
for a particular child, argued that long-term risks of *injecting foreign 
proteins into the body of your child? were unknown and not being re- 
searched, and mentioned the *growing suspicion that immunization 
against relatively harmless childhood disease may be responsible for the 
dramatic increase in autoimmune diseases since mass inoculations were 
introduced" (232). Mendelsohn discussed most routine childhood ill- 
nesses and presented arguments against vaccination for each one, in- 
cluding some illnesses (like scarlet fever and meningitis) for which there 
was no vaccine in the 1970s and 1980s. (In the case of scarlet fever, 
there still isn't.) His point in each case was similar—vaccinations are 
risky, and the illnesses at issue are not severe (at least not in children). 
In those cases for which the latter argument could not be made (such as 
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polio), he suggested that the vaccine was not responsible for the reduc- 
tion in disease prevalence. This argument, heavily disputed by medi- 
cal researchers and public health authorities, is nevertheless prevalent in 
some vaccine-skeptical communities today. 

Whether Mendelsohn was right or wrong in his views on vaccination, 
they cohere with his overall belief that medicine had gone awry as a pro- 
fession and become more like a religion intent on replicating itself and 
gaining adherents. Like Illich, Mendelsohn had a sense of the limits of 
medicine and was concerned about changes to human relationships that 
occurred as medicalization expanded medicine's social authority and re- 
placed traditional experiences with medically managed ones. In 1987, he 
joined Illich in a statement for the School of Medicine at the University 
of Illinois, Chicago, against medical bioethics, which they argued was *ir- 
relevant to the aliveness with which we intend to face pain and anguish, 
renunciation and death," in large part because, under the guise of bioeth- 
ics, *medicine has ceased to look at the sufferings of a sick person: the 
object of care has become something called a human life.” 

Yet Illich was more philosophically oriented in his objections to mod- 
ern medicine than Robert Mendelsohn, who, I hasten to emphasize, was 
actually a physician. For Illich, a social critic and philosopher, the man- 
agement of personhood through the proliferation of new concepts like 
*human life" was the problem. Such concepts became fetishes that the 
system subsequently protected and supported: “‘A Life’ is amenable to 
management, to improvement and to evaluation in terms of available re- 
sources in a way which is unthinkable when we speak of ‘a person." "!* 
Mendelsohn's pronouncements are more firmly rooted in his experience 
as a doctor and his specific concerns about the practice of medicine. The 
two came together in warning against the inauguration of technocratic 
practices that supported medical care by substituting for actual healing, 
human experience, and the meaning of suffering in ordinary life. 

For Robert Mendelsohn, medicine had left nature and consequently 
directed people's behaviors inappropriately. The example of breastfeed- 
ing is instructive here. Mendelsohn's promotion of breastfeeding was 
about the promotion of natural family organization and its corollary 
health practices. Today breastfeeding is another medicalized practice of 
maternity that is accommodated and documented in hospitalized birth 
and during well-baby visits. This is a fascinating historical development, 
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especially because feeding with formula is a complex practice associated 
with a medicalized modernity. The promotion of breastfeeding in the 
1950s, 1960s, and 1970s had a “back to nature” rationale and justifica- 
tion, against the medicalization of infant feeding that occurred with the 
takeover of infant feeding by formula in the first half of the twentieth 
century. Yet breastfeeding itself, through its promotion within medi- 
cine, eventually became (bio)medicalized, although largely after Men- 
delsohn’s death in 1988. But this development supports what Michel 
Foucault argues in his criticism of Illich, which is that positions that we 
want to take up against medicalization have already been medicalized 
or will eventually become medicalized. And it also suggests a limitation 
to Mendelsohn’s influence in mainstream culture—his call to recognize 
the value of breastfeeding was ultimately followed, but only through its 
medicalization and thus its full integration into obstetrics and pediatrics, 
albeit unevenly. Mendelsohn’s lasting influence in American culture is his 
steadfast opposition to vaccination, which means that, given how cultur- 
ally accepted vaccinations have become, his influence is mostly evident in 
radical groups of vaccine skeptics. 


Exposing Medicine’s Overreach 


The medical exposés discussed in this section touch upon and expand 
various elements of the medicalization and antimedicine arguments. In 
general, they highlight dangers that are the result of faulty research, pur- 
poseful deception, ethical conflicts in the process of scientific peer re- 
view, the desire of people to be healthy and free of pain, and the fact that 
most doctors find it difficult (if not impossible) to keep up with all of the 
relevant developments in their fields. Primary themes are overdiagnosis 
and overtreatment, as well as questionable research practices that range 
from worrisome to corrupt. In writing about these topics, the authors 
demonstrate how and why patients are complicit in specific instances of 
medicalization—why we, in other words, become enthusiastic adherents 
of treatment regimens that are questionable scientifically and clinically— 
and they explore how regulatory and research structures establish corrupt 
or deceptive practices at the heart of evidence-based medicine (EBM). The 
picture isn’t pretty. 
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The titles of these texts are instructive: Deadly Medicines and Orga- 
nized Crime: How Big Pharma Has Corrupted Healthcare; Overdo$ed 
America: The Broken Promise of American Medicine; The Truth about 
Drug Companies: How They Deceive Us and What to Do about It; Pre- 
scribing by Numbers: Drugs and the Definition of Disease; Drugs for Life: 
How Pharmaceutical Companies Define Our Health; Overdiagnosed: 
Making People Sick in the Pursuit of Health; Better than Well: American 
Medicine Meets the American Dream.'® Providing a comprehensive dis- 
cussion of each these books is beyond the scope of this chapter. In what 
follows, I pull out the significant themes and arguments that show the 
contours of the antimedicine argument as it is made in books written to 
expose varying levels of conflict of interest, endemic corruption, or crimi- 
nality in medicine today. Taken together, these books provide ample fodder 
for significant and deep questioning of modern medicine and the negative 
impacts of medicalization—indeed, they suggest that neither medicine as a 
whole nor most doctors can be trusted to provide true information about 
the negative impacts of current medicines or treatments. They bolster 
Robert Mendelsohn's admonitions and provide a fertile context for vac- 
cine skepticism. 

H. Gilbert Welch, who wrote Overdiagnosed with his colleagues Lisa 
Schwartz and Steven Woloshin (all physicians), provides a persuasive ar- 
gument about how the problem of overtreatment causes unnecessary med- 
icalization and ill health among many people who aren't actually suffering 
from disease at all. Overtreatment is made possible by changing diagnos- 
tic features of diseases and so-called prediseases, by routine use of screen- 
ing tests that find problems that don't produce symptoms or ill health, 
and by the rigid dictum that early detection saves lives. While Welch finds 
that pharmaceutical enticements are part of the problem of excessive di- 
agnosis and, consequently, overtreatment, he also identifies a number of 
cultural factors, both within and external to medicine, that encourage the 
problem. His discussion does not emphasize the ethically suspect manip- 
ulations of pharmaceutical companies, although he does mention these 
sporadically. Instead, he focuses on the ways in which simple attention to 
the statistics of screening and treatment benefits versus the risks of over- 
treatment (or no treatment) demonstrates the evident problem—that our 
medical system is set up to encourage people to be treated for things that 
don't present as illnesses and will probably not kill them. This situation 
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is iatrogenic, in that it leads to significant medicalization and dangerous 
modes of ill health through the seemingly healthful practices of screening, 
testing, and early detection. In this way, he highlights the systemic forces 
that lead to medicalization through overdiagnosis, rather than the particu- 
lar actions of individuals or corporations. 

Welch provides a clear assessment of the perils of excessive diagnosis. 
The specific medical practices that lead to increased and unnecessary di- 
agnosis are (1) changing perceptions of disease markers that distinguish 
the sick from the well, absent symptoms of illness (for example, lower 
diastolic and systolic markers for hypertension, or lower total cholesterol 
numbers); (2) increased purposeful screening for disease, which is related 
to trying to find physical indications of illness before symptoms appear 
(such as mammography or routine chest X-rays, the latter of which was 
a particular pet peeve of Mendelsohn); and (3) increased discovery of ab- 
normalities consequent to general screening or more specific screening for 
other reasons. These practices result from specific cultural tendencies and 
circumstances: 


* pharmaceutical industry greed 

e a market in which sellers, rather than consumers, create demand and 
“exploit buyers” 17 

* the widespread “true belief” that increases in diagnosis are “the path 
to better health for individuals and society” (157) 

* researchers who rely on public grant funding to pursue research, 
which encourages them to identify topics within the current zeit- 
geist, rather than those that might challenge it 

e a legal system that punishes potential undertreatment, which conse- 
quently encourages administrative requirements to order tests and 
promote screening as signs of quality health care 

* physicians’ desire to diagnose and treat rather than to live with 
uncertainty 


Another systemic force is the self-reinforcing nature of testing: *To per- 
suade you to be tested in the first place, someone . . . suggested that some- 
thing might be wrong with you, something that could eventually have 
grave consequences, despite your current lack of symptoms. But now that 
your results have come back normal and that possibility is off the table, 
you feel good. You, and others like you in similar situations, become 
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enthusiastic about screening” (176). He adds that this self-reinforcement is 
a psychological feedback loop: “Basically, the system that promotes early 
diagnosis induced a measure of anxiety and then took it away” (177). Asa 
result, if you test positive for something and have treatment, then you as- 
sume that the treatment has extended your life, even though it is possible 
that you were simply overdiagnosed. Indeed, overtreated people are the 
most enthusiastic advocates for screening and early diagnosis: 


And what is most ironic is that the more overdiagnosis a screening program 
causes, the more popular it becomes. More overdiagnosis makes it increas- 
ingly likely that people will know others who have been diagnosed. This 
raises their personal sense of risk—so testing becomes all the more impor- 
tant. And an even more powerful reinforcement for screening is that more 
overdiagnosis also causes more people to believe that they owe their lives, 
or the lives of those they know, to screening. Remember, overdiagnosed pa- 
tients tend to do extraordinarily well [because they are likely to be healthier 
already and their anomalies are likely to be benign], so it’s easy to conclude 
that their lives were saved because their diseases were detected early. Once 
the cycle has begun, these influences will persist even if there are no other 
forces promoting screening (such as financial gain or true belief). This makes 
it difficult to back away from established tests, even when the medical com- 
munity thinks it’s the right thing to do. No matter what the experiences have 
been, the public tends to seek more testing. (178) 


Jeremy A. Greene, in Prescribing by Numbers, provides the historical 
evidence for how the overdiagnosis described by Welch and his coauthors 
became a feature of contemporary medical practice, and Joseph Dumit, 
in Drugs for Life, corroborates these findings. Greene demonstrates how 
pharmaceutical companies came to play an “active role in the definition 
of these categories of illness,” focusing primarily on hypertension medica- 
tions, diabetes treatments, and cholesterol-lowering drugs in the second 
half of the twentieth century.!® The upshot of these developments is med- 
ical practice that treat numbers and abstractions rather than the body 
and evident symptoms. (In other words, following Poovey, the numbers 
and abstractions come to stand in as facts for the body.) Greene highlights 
the close ties of marketing, research, and disease identification, showing 
how treatment is created through the development of pharmaceutical 
products and not the demand of clinicians and patients. 
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Like Welch, Greene does not focus on pharmaceutical scandal or bad 
behavior. Instead, his point is that it is the normal behavior of pharmaceu- 
tical companies that knit them to medical knowledge, medical research, 
and the dissemination of information about diseases: “The relationship 
between pharmaceutical companies and expert committees is not merely 
a question of conflict of interest, bribery, scandal, or bad science. Rather, 
this relationship is encoded in the very practice of ‘good science’ that is 
central to the circulation of medical knowledge. As a result, there is no 
organized opposition to the demonstration of benefit at more and more 
subtle levels of risk” (190). As a result, Greene can show that during 
the second half of the twentieth century, clinical trial became the mecha- 
nism that (1) makes sense of the disease state, (2) establishes efficacy of 
the drug, and (3) invents normal procedures for treating risk, all in the 
context of increased public attention to medical information. Dumit fol- 
lows on these conclusions, analyzing what happens when pharmaceuti- 
cal companies do their job, which is to increase profits and stock values 
for shareholders (not heal sick people): “I am talking about . . . what 
happens when companies do play by the rules and therefore use clinical 
trials to grow treatments. I have shown that if companies are allowed to 
design clinical trials, they end up shaping the very meaning of health, a 
health known only through those trials. . . . Basically the only facts of 
health we have these days are about the value of more medicine.” ? In this 
way, Dumit, by focusing on how the pharmaceutical industry controls the 
production of medical facts, connects research results concerning specific 
drugs to an expanding idea of health. As a result, medications, nonhealth 
(or risk), and health all grow as a result of pharmaceutical clinical trials, 
and the latter (health) grows as a function of the growth in the former 
(medications) to treat the middle figure (risk). 

Together, these exposés by Welch and colleagues, Greene, and Dumit 
show how treating people for asymptomatic conditions became normal. 
They also show how treating “by the numbers” rather than for symp- 
tomatic disease introduces problems that become culturally obscured, 
even though the evidence of overtreatment is all around us. The phy- 
sicians John Abramson and Marcia Angell, in two books published in 
2004 (Overdo$ed America and The Truth about the Drug Companies, 
respectively), work through much of the same territory as these authors. 
Angell is the former editor of the New England Journal of Medicine, so 
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her concerns about research conflicts of interest are particularly troubling. 
The work of Abramson and Angell prepared the way for Peter Goetzsche's 
Deadly Medicines and Organized Crime, published in 2013. Gotzsche, 
a physician and scientist, is a founding member of the Nordic Cochrane 
Center (NCC). The NCC is part of the larger Cochrane Collaboration, a 
nongovernmental organization that conducts systematic reviews of medi- 
cal research to check the safety and efficacy of approved treatments. These 
latter authors focus more specifically on research practices and corrupt 
relationships that lead to problems in medicalization. 

Peter Gotzsche makes four basic arguments in his book, Deadly Medi- 
cine and Organized Crime: 


1. The statistical analyses used to demonstrate drug efficacy and safety 
are flawed. 

2. There are corrupt relations between physicians and pharmaceuti- 
cal companies. 

3. There are corrupt relations between pharmaceutical companies and 
regulatory agencies like the Food and Drug Administration (FDA), 
as well as other regulatory deficiencies. 

4. There is collusion between medical journals and the pharmaceuti- 
cal industry in perpetuating false research outcomes that favor in- 
dustry results. 


To argue these points, Getzsche uses the tools of evidence-based medi- 
cine (EBM) against medicine itself, suggesting that we are not only over- 
medicated but endangering our health. (He also intersperses anecdotal 
evidence of corruption and worrisome research results throughout.) As a 
result, Getzsche provides a whistle-blower exposé of the corruption and 
questionable ethics involved in the development, research, and prescrip- 
tion of pharmaceutical products. (He doesn't delve into excess procedures, 
but he did that in a previous book, Mammograpby Screening: Trutb, Lies, 
and Controversy; he also doesn't provide a social analysis of the phenom- 
ena he examines.) 

Both Abramson and Angell are less enraged than Getzsche, but just 
as pointed in their criticisms. They claim that pharmaceutical companies 


1. are deceptive with respect to their research interests, 
2. use marketing as a form of education, 
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3. dominate clinical trial results such that bias is inevitable, and 
4. remarket slightly new drugs in order to maintain patents and high 
profits. 


Abramson and Angell also argue that the efficacy of many expensive drugs 
currently available is suspect, and that many patients would do better on 
older, less expensive formulations. Or they would do better with no treat- 
ment at all. 

Angell is particularly eloquent about the role of medical journals in 
perpetuating what amounts to a form of academic fraud, having been 
the editor of the New England Journal of Medicine for two decades. Her 
book focuses on the pharmaceutical industry exclusively, demonstrating 
how Big Pharma keeps profits high without really contributing new medi- 
cines to improve health. Pharmaceutical companies come in for criticism 
in Abramson’s Overdo$ed America, but, like Greene and Welch, he is in- 
terested in health care overall and how trends in medicine, including drug 
development, research, and usage, lead to overtreatment, excess expense, 
and iatrogenic illness. Abramson is particularly persuasive as he describes 
his efforts to determine if the evidence that he was reading in some journal 
articles actually matched the evidence of the clinical trials that is available 
on the FDA website (it didn’t). Indeed, as a formerly practicing family 
physician, he describes how difficult it is to really know when newly de- 
veloped treatments and drugs are helpful to his patients. Both Angell and 
Abramson end with advice about how to change the current iatrogenic 
circumstances of medicine. 

Reading through contemporary antimedicine exposés, I am left with 
increasing cynicism and doubts about medicine in general and the phar- 
maceutical industry in particular. Remember that our vaccine advocates— 
Paul Offit, Seth Mnookin, Eula Biss, for example—have encouraged us 
to trust the science behind vaccines, and that one of the critics of science 
denial, Naomi Oreskes, did the same in encouraging trust in peer review 
of scientific findings. She appealed to readers to trust the real scientists 
rather than the corrupt ones. But these antimedicine critics have revealed 
some really corrupt scientists—or at least evidence that is created through 
systematically biased and corrupted practices. As a result, it is difficult 
to trust evidence produced in clinical trials of drugs that are funded by 
pharmaceutical companies, as almost all are. It is hard to believe that the 
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information provided about these drugs—vaccines included—is trustwor- 
thy, because, according to these very persuasive books that I have read, the 
process itself invites and sustains bias. Jeremy Greene and Peter Getzsche 
are particularly convincing on this point—one needn’t point a finger at 
individuals or corporations as specifically corrupted, because the process 
as a whole has led to a situation in which questionable or manipulated 
evidence of efficacy and safety can be used for licensure. In other words, 
normal operating procedure in the current system leads to inherent bias 
in results. 

Joseph Dumit suggests that it is in the very construction of medical 
facts by pharmaceutical companies that the public’s interest is neglected 
in favor of corporate interest. In chapter 6 I discussed the problem of the 
modern fact as an “epistemological unit”—while the latter is expressed 
numerically, and thus thought to have avoided the problem of interest or 
bias, facts are always situated in cultural contexts and thus beholden to 
those contexts for their meanings. Facts don't shed their circumstances of 
construction so easily. Dumit demonstrates, through a carefully argued 
account, that one problem with modern medical facts is that they are 
created in the context of the interests of pharmaceutical companies. Facts 
that doctors want to know—for example, when to stop giving a drug 
to patients—are not investigated because they are not in the companies' 
interests. As a result, the very notion of health that modern subjects cur- 
rently operate under has been shaped by corporations whose main interest 
it is that we all take more medications and take them for life.?? 

Personally, my own sense that staying away from medicines is a healthy 
decision has been confirmed by my reading, but at the cost of becoming 
increasingly paranoid about the medical treatment of everyone in my ex- 
tended family. Only significant self-restraint is keeping me from phoning 
all of my relations to warn them of the deceptions that have led them to 
trust their doctors and take their medications. To go back to the story 
about statins that I told in chapter 7, pharmaceutical companies’ manipu- 
lations of data on statins and how well they prevent heart disease and 
stroke provide a cautionary tale. But should I pass on that cautionary 
tale? To do so is to suggest to my brothers, to my father, to other family 
members, to all my friends and acquaintances, that they shouldn't trust 
their doctors. Do I want to take on that responsibility? Do I feel confident 
enough in my facts to do so??! 
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My older brother was right—I resist particular medicines and thera- 
peutic regimens because I am skeptical about the medical profession as 
a whole. I am not skeptical that most doctors want to do well by their 
patients, that they are in it for the right reasons, but I am suspicious about 
the data used to support the highly intrusive, surveillant, and regulatory 
nature of testing and treatment now considered completely normal for 
insurance-protected Americans. I am suspicious that the reasons various 
tests and treatments are recommended are influenced by structural prob- 
lems that value profits over reasonable assessments of risk. To a certain 
extent, I was primed for these positions and suspicions before I read these 
particular books, because I have studied medicine critically for a number 
of years and was already persuaded by the medicalization thesis. But read- 
ing these books has further convinced me about fundamental problems of 
medicine in the modern world—its connections to profit-making enter- 
prises like drug production, the increasingly blurry lines between health 
and illness, and the normalization of *prevention" so that eradication of 
all illness is the goal of medicine. This latter phenomenon is paradoxical, 
as medicine's striving to rid the world of illness and suffering has occurred 
simultaneously with (or caused?) more and more things being defined as 
diseases or disorders and thus more and more people coming under treat- 
ment. Exposing the conflicts of interest, structural impediments to good 
research, corruption, and seemingly unalterable trends toward overdiag- 
nosis and overtreatment, these texts demonstrate that fixing this situation 
will not be an easy matter, especially given how invested most of us are in 
our own good health. 


What is the relation of these exposés to vaccine skepticism in twenty-first- 
century America? First, I find it interesting that vaccines are almost always 
mentioned in all of these books as one of the surefire triumphs of medical 
progress, even though they are made by pharmaceutical companies, their 
clinical trials are conducted by those companies, and the results of those 
trials are evaluated by the FDA— processes that are identified in these texts 
as worrisome at the least. Mendelsohn is the outlier here, as he argues 
that the iatrogenic effects of injecting foreign proteins into children's bod- 
ies are unknown and not a subject of significant research. I am not argu- 
ing that vaccines are not safe—nor am I arguing that they are safe. I am 
arguing that these antimedicine jeremiads suggest that vaccines could be 
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dangerous, just like other pharmaceutical products. In other words, these 
books provide an argument that could be turned toward vaccines, as sub- 
ject to the same kinds of criticism that these authors bestow upon drugs 
like Crestor and Zoloft. 

And that leads to my second point. The antimedicine argument cre- 
ates a context in which trust in medicine—both medical practitioners and 
medical treatments—is hard to justify and sustain. “Stay away except for 
emergencies” seems like pretty good advice. And that is precisely what 
my research group has seen in much of our interview data, which I will 
describe in more detail in chapter 10. Distrust is indeed promulgated by 
the arguments in these books, and for good reason. But if these authors 
are right—and, to my mind, they are really persuasive—then how does 
one make good decisions about medical care? Angell says that one ques- 
tion one should ask a doctor if he or she prescribes a new medication is 
“Has the evidence been published in a peer-reviewed medical journal?” 
even though she writes an entire chapter about problems in pharmaceutical- 
funded published research and links it to overmedication generally.” 
Abramson spends a significant amount of space in Overdo$ed America 
showing how medical journal articles spin research findings to make them 
appear to be significant, and Getzsche is practically apoplectic about the 
statistical manipulations to create significant findings in drug research. 
If the problem is as ingrained and foundational as Greene suggests, the 
entire system is based on the treatment of abstract risks, not real bodies 
or their symptoms. We are back, then, to Illich and the idea that systems- 
oriented knowledge and practice now substitute the manipulation of sys- 
tems for the healing of people. In other words, medical understanding 
and practice are fundamentally alienating and lead to ill health because 
they *reduc[e] persons born for suffering and delight to provisionally self- 
sustaining information loops."? 

Or should we believe that knowledge is power and understanding 
drug ingredients and efficacy are crucial to making good health care de- 
cisions? This is a pretty mainstream way of addressing the problems il- 
luminated by the antimedicine critics, primarily because most of us are 
embedded in the system already and extracting ourselves completely is a 
tall order. Dumit's chapter 2, *Responding to Facts," traces the activity 
of *expert patients" who seek to inform themselves about treatments and 
medicines prescribed for them as a result of medical testing. Referring to 
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a sociologist who represented his experience of seeking out medical facts 
after a prostate test, Dumit writes, “Having become suspicious of facts in 
the world, [Grove] nonetheless clings to truth, to the idea that with proper 
collection, assessment, and analysis of facts in the world he can come 
to the best decision for himself.”?4 He might have been writing about 
many of us. We make ourselves feel more secure by conducting our own 
research—and the Internet has made this infinitely easier, at least for folks 
with broadband access. Indeed, one could argue that the rise in patients’ 
Internet medical research is an attempt to counteract their growing sense 
that relying on their own doctors is not always a good idea. This trend 
is infinitely vexing to physicians and their national organizations, as they 
worry over the kind of information that people find, and want to ensure 
that it is scientifically reliable, although what that means given the exposés 
discussed above is anyone’s guess. This trend is specifically difficult with 
respect to vaccine skepticism, as misinformation on the Internet is a fa- 
vorite whipping boy of the vaccine promoters—all those gullible parents 
looking things up on the Internet and finding persuasive but misinformed 
pseudo-experts who tell them vaccines are poison! 

Ivan Illich would see these kinds of information-seeking behaviors as 
part of a social field that demands management of the self as “a life” and 
repudiates the experiences of illness characterized by suffering and the 
challenges of being human. Michel Foucault would also see self-regulation 
at the base of these behaviors, but he would not emphasize the value of 
suffering or the meaning of being human. Instead, he would focus on 
the codification of information seeking as a mode of self-governance. He 
might also suggest that repudiation of such behavior is an apt resistance. 
The antimedicine physicians whose exposés are discussed in the final sec- 
tion of this chapter would see these activities as well worth the effort, as 
they arm individuals with knowledge that they can use to deliberate about 
their own health. Marcia Angell, remember, includes questions about 
medical research to address to one’s own doctor. While none of the au- 
thors discussed here, except Robert Mendelsohn, specifically targets vac- 
cines for criticism, all of them suggest that trusting medicine is an activity 
that must come with one’s own information-seeking efforts. That is, since 
medicine is no longer trustworthy because of its entanglements with the 
pharmaceutical industry, its poor regulation by government agencies that 
are supposed to protect people from fraudulent, inadequate, or biased 
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research, and the corruption of the scientific peer review process, people 
must rely on their own research to establish for themselves the right treat- 
ments and drugs to address illness, both symptomatic or imagined. 

In this way seeking information about vaccines and making individual 
decisions about their advisability are fully in keeping with currents in 
antimedicine critique. The difference is that vaccines are not voluntary 
medicines, and in most states the mechanisms for exemption are limited 
to either medical contraindication or religious belief. Many parents, es- 
pecially poor ones, might not be able to maneuver an exemption or feel 
that it is advisable to do so, even if they don’t trust vaccinations. Thus, 
it is completely understandable that vaccinations would become specially 
contentious in the late twentieth and early twenty-first centuries, as an- 
timedicine critiques proliferate and drug scandals seem routine. Vaccine 
skeptics are acting in a time-honored tradition (in the spirit of Robert 
Mendelsohn) as they hesitate to medicalize their children, or as they seek 
out independent information about vaccines and their ingredients, skep- 
tical of the safety profile that is made available by both pharmaceutical 
companies and the federal government. They are practicing good biologi- 
cal citizenship in the twenty-first century. 


VIRAL IMAGINATIONS 


In fall 2010, the Vaccination Research Group conducted an online sur- 
vey about attitudes toward the flu vaccine among local college students. 
We were surprised by two mentions of becoming a zombie after flu vac- 
cination and four references to a Washington Redskins cheerleader who 
allegedly developed a rare neurological disorder from the H1N1 flu vac- 
cine. Out of over 500 responses, these outliers stood out. 

Initially we thought that these answers were just students fooling 
around, as college students are wont to do, but as we looked into them 
another possibility emerged. These responses signaled the power of urban 
legends and popular culture to shape perspectives on vaccines.! One re- 
spondent even mentioned I Am Legend, a 2007 movie in which a measles 
virus engineered for a cancer vaccine makes the entire US population vam- 
piric zombies.” 

This was my first experience thinking about zombies and vaccines. 
Doing more research revealed that zombies represent an outsized and 
deadly outcome of the very problems identified in the antimedicine 
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critiques. One does not need to see a zombie as a real possibility of viral 
contamination, viral pandemic, or vaccines gone awry to understand what 
zombies represent—the possibility of system breakdown due to biotech- 
nology run amok, bureaucratic procedures that cannot contain infections 
or experiments, dangerous linkages between medicine and the military- 
industrial complex, and the rapacious greed of pharmaceutical companies. 
And more than anything else, the zombie story tells us that in an outbreak, 
the government will agree to sacrifice some in order to save itself and 
civilization—a scenario that is eerily similar to allowing injury to a few in 
order to protect the health of the population as a whole, which is one way 
to understand the rationale for mass immunization. 

Zombie apocalypse narratives are stories about the individual and 
the horde. Pandemic apocalypse narratives often involve mythic conflicts 
between good and evil. Often the two genres combine. In this chapter 
I explore how these types of stories articulate cultural concerns that reso- 
nate with vaccine skepticism. I do not argue that concern about vac- 
cines makes people imagine that zombies could be real. Nor do I argue 
that mass media or popular novels create images that leach into people’s 
minds and make them afraid of things that are perfectly safe, like vac- 
cines. In other words, I am not trying to blame fiction and film for moti- 
vating vaccine resistance and refusal. Rather, in the spirit of science and 
technology studies, I suggest that these concerns and these stories are 
cocreated, in that they are part of embedded cultural processes in which we 
think about (and act on) the ways in which technological developments 
seem dangerous to us. 

Novels and films are a classic way in which we express our concerns 
and also our beliefs, and they reveal ongoing worries about our collective 
capacity to control the unexpected outcomes of our prodigious efforts to 
improve human lives. They also recursively shape our conscious and un- 
conscious responses to illness, health, disease, and medicine. We are not 
afraid of scientific and technical advancement in any simple way. Humans 
have always gnawed at the problem of how changes to society and culture 
affect our experience as living beings. Zombies represent this problem in 
particular ways. 

We create our own monsters, and they represent not simply our fears 
or our social organization, but our sense of the future of humanity, 
our Own capacity to imagine (or not) our survival, and our belief in the 


Viral Imaginations 177 


fundamental goodness and badness of humans. Soldiers fighting the zom- 
bie horde must decide if they are going to shoot people who are not sick 
yet but who may be infected. They must decide if they are going to simply 
follow orders or behave based on their own moral compass. Shades of 
Nazism are rife throughout the literature, especially in those stories in 
which the postapocalypse is imagined as a fight between egalitarian and 
totalitarian ideals. Importantly for my purposes here, a central question 
that is raised by the zombie infestation is how to save civilization from a 
horde that is incapable of any form of rational thinking and is motivated 
only by bloodlust, the desire to eat flesh. 


A Brief Cultural History of Zombies and Vampires 


In his book Danse Macabre, Stephen King argues that there are three ar- 
chetypal monsters—the Werewolf, the Vampire, and the Thing That Has 
No Name. Zombies, he suggests, are variants of the vampire? These fig- 
ures, then, overlap somewhat, but King's distinctions are useful in un- 
derstanding the importance of the zombie in the contemporary viral 
imagination. The zombie carries on a tradition of the vampire but also in- 
troduces specific distinctions that are noteworthy. Some of our most cur- 
rent zombie-like ghouls are really vampires. 

The urtext of vampirism is, of course, Bram Stoker's Dracula. The gen- 
eral story is familiar enough, but in this case the specifics matter. Dracula 
follows a group of five men and one woman as they attempt to find and 
kill Count Dracula, who has moved to London in order to expand his 
territory of victims. Thanks to the diligence and skill of the one woman 
of the company, Mina Murray, the group is able to write up a record of 
vampire bites and deaths in the London area, and thereby both account 
for and track Dracula's movements. They eventually kill him, as well as 
three vampire women, at his castle back in Transylvania. 

Dracula is the prototype of the undead vampire, rapacious and con- 
niving, intent on spreading his evil, and seeking victims one by one. 
He is no match for the combined efforts of the vampire hunters who go after 
him. They are an odd lot, made up of the three suitors of Lucy West- 
enra (Mina's friend who is bitten by Dracula and turned into a vampire), 
as well as Mina's fiancé, Jonathan Harker, a famous doctor from the 
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Netherlands, Abraham Van Helsing, and Mina herself. What struck me 
reading the story is how isolated this group of vampire hunters is. They 
don’t bring the police into their confidence; they don’t alert the govern- 
ment or hospital officials to their suspicions; they go after Dracula on 
their own. They are independent and focused, and no one else knows 
what they are up to. 

Mina is bitten by Dracula in London. He needs to be killed so she does 
not become undead. (Van Helsing deals with an undead Lucy with a stake 
through her heart and decapitation to ensure that she cannot come back 
as a vampire.) Fortunately, when Dracula is stabbed in the heart with a 
bowie knife (and also decapitated), his body disintegrates. As a result, 
Mina is saved. Of course, London is saved as well, but the story remains 
very individualized and narratively compact—it is focused on these few 
characters, on two basic settings, and on killing Dracula and his three 
close familiars. 

How different from the representations of the individual versus the 
horde that characterize modern zombie narratives! In Dracula there is a 
sense of isolation, palpable in Transylvania where the count has alienated 
his countrymen with his weirdness and threatening manner, but also in 
London, where most of the action seems displaced from social context. 
This isolation may be an artifact of the construction of the novel from 
letters and diary fragments, collated by Mina Murray and ably typed by 
her. In Dracula, there is no horde, while contemporary zombification of 
the vampire introduces precisely this feature. 

Roger Luckhurst, in Zombies: A Cultural History, locates the “zombie 
massification” phenomenon in the post-World War II period.‘ Prior to this 
time, the zombie was a lone character or “a gang of pitiful slaves under 
a single master” (109). In Luckhurst’s view, the massification of zombies 
is partly a result of the discovery of the Nazi concentration camps, re- 
plete with masses of almost dead Jews, and the use of the atomic bomb 
over Japan, which also created a mass of people who could be termed 
the “living dead.” He adds to these reasons other events and ideas that 
emerged during the 1950s, including the Korean War and the notion of 
a “human wave” of Asian soldiers, Red Scare anxieties, and concerns 
about an “other-directed” society—all of which, he argues, contributed 
to zombie massification.? In addition, mass culture contributed to the 
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transformation of the zombie from individual to horde—at midcentury 
the zombie stood for “the abjected form of mass culture . . . becom[ing] 
a commentary on massification itself” (129, 109; emphasis in original). 

Other events in the 1960s and 1970s influenced the idea of the “living 
dead.” Luckhurst identifies the 1968 Harvard report on the definition of 
death in the instance of irreversible coma as a significant moment in the 
emergence of the contemporary undead.^ The advent of the heart-lung 
machine necessitated a change in medically accepted categories of death, 
since the traditional understanding (cardiac death) did not apply to those 
whose cardiac function was taken over by a machine but did not have any 
neurological activity. According to Luckhurst, the so-called brain dead 
constituted an emerging category of the living dead, which contributed 
to the “boom in zombie narratives” (177). Arguing that on the individual 
level, changing technological capacities and definitions of death fed into 
the robust growth in zombie stories, he also points out that “the zombie 
masses, the ravening horde, also help figure another aspect of the contem- 
porary medical imagination: the epidemic narrative” (179; emphasis in 
original). Not only have historical events created real-life zombie stories— 
such as the epidemic of “sleepy-sickness” in the 1920s—but the idea of 
the virus itself as a not-quite-alive particle that needs a host to reproduce 
itself “is the medicalized notion of the viral zombie in a nutshell” (181).7 
Thus viruses are zombies and also the cause of zombies, a staple element 
of the contemporary genre. The fact that ordinary infectious particles are 
understood to be the cause of zombiism, as opposed to a poison or witch- 
craft, represents something important about our particular cultural mo- 
ment and what we think endangers us. 

Luckhurst cautions that the figure of the zombie is complex and can- 
not be reduced “to a single explanation” or be thought of as “simply a 
metaphor” (196). In popular culture studies there is a tendency to see 
zombie fictions as critiques of capitalism, especially because George 
Romero’s second zombie film, Dawn of the Dead, is located at a shop- 
ping mall and makes fun of consumer spending and desire. (Romero 
was the director of the famous Night of the Living Dead, which was his 
first zombie film.)? It is also too easy to see zombie stories as articulating 
singular fears of viral contagion—scientific research gone haywire. Most 
of the zombie stories that I discuss in this chapter bring various features 


180 Chapter Nine 


together, understanding the apocalypse to be caused by an intersection 
of greed, personality, basic human flaws, the structure of society and 
government, and individual (and sometimes collective) madness. Sarah 
Juliet Lauro, in The Transatlantic Zombie: Slavery, Rebellion, and Liv- 
ing Death, argues that zombie narratives since the mid-twentieth century 
have focused on misuse of science and technology, but that they have 
also been influenced by the development of weapons of mass destruction 
and advances in surgery and organ transplantation.!? Likewise, in Danse 
Macabre Stephen King says that the superflu in The Stand is evidence 
that the “human race carries a kind of germ with it,” but that it is “un- 
leashed in a single technological misstep” (which he argues is not all that 
“farfetched”).!! 

In other words, the apocalypse is always caused by one thing and 
another. 


Zombie Hordes 


Because zombies don’t think and are motivated only by bloodlust, they 
engender a classic problem for those in charge: how to stop the horde and 
save civilization. The impulse of the government and military is to kill ev- 
eryone who might be infected, even those who are healthy, in order to stop 
the outbreak. No one is an individual in a zombie apocalypse. Everyone 
is a potential member of the horde, and anyone can be sacrificed for the 
good of the group. This problem defines the zombie novel in the subgenre 
of apocalyptic fiction. 

In addition to this generic problem, zombie novels reuse a similar 
cast of characters and set of issues. The characters include a doctor or 
scientist who wants to do good but is hampered by his or her own emo- 
tional limitations or investments, members of an ethically compromised 
military, rapacious mercenaries who don’t care about human life, and an 
innocent but powerful figure who will save humankind. This last char- 
acter is sometimes a not-so-innocent but good-hearted figure who needs 
to redeem him- or herself for past wrongs. The issues at stake include a 
desire for immortality and/or revenge against nature, the lack of con- 
trol over the forces that are unleashed by medicoscientific experimenta- 
tion, human error at the core of bureaucratic management (the glitch 
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that unleashes the zombie apocalypse), and the too-easy corruptibility 
of medicine, in which doctors’ core compassion and vulnerability are 
exploited for evil. 


Dead of Night 


In Dead of Night, the popular and prolific author Jonathan Maberry of- 
fers a pretty standard cast of characters for a zombie novel—a female Gulf 
War vet who is pretty (and buxom) now serving as a small-town Penn- 
sylvania cop, her erstwhile boyfriend who runs a satellite TV news sta- 
tion, and an East German physician, recruited to the United States by the 
CIA, who now experiments on death-row inmates.’ Zombification oc- 
curs when an executed killer wakes up at a funeral home. Developing a 
zombie version of a bioweapon, the doctor had injected the killer with a 
set of chemicals meant to paralyze him so that he would be maintained 
in a form of detached consciousness and experience himself being eaten 
alive by bioengineered wasp larvae: “Gibbon was supposed to be not only 
awake and aware in his coffin, it was my intention that he feel himself 
being consumed!” (169). Of course, the killer was supposed to be buried 
in a potter’s field immediately after his supposed execution, but the doctor 
did not foresee his sole living relative requesting a decent burial for him. 
The larval parasites engender a zombie pandemic once they escape the 
sealed coffin at the undertaker’s; they “were never intended to be allowed 
to enter the general biosphere” because they were “too unstable to use, 
even when deployed in remote spots” (170). Let loose in Stebbins, Penn- 
sylvania, the zombies inevitably multiply. 

The doctor, whose name is Volker, calls his superiors in the CIA, who 
inform the president. Thus, the highest level of government is involved. 
The area around the outbreak is locked down, and the National Guard 
brought in. Soldiers are told to shoot on sight, with the idea that everyone 
in the area is infected or potentially so. In the final pages of the book, with 
the uninfected squirreled away in the local elementary school, the police 
officer, Dez, and her sometime boyfriend broker an agreement with the 
feds, moments before a squadron of air force jets is scheduled to bomb the 
facility. They agree to be quarantined in the school for an indefinite period 
of time, with food and weapons airdropped in as needed. Their bargain- 
ing chip was a satellite feed to a reporter in the next town over, who put 
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up streaming videos from inside the school. As their situation was played 
out over social media, the school inmates were able to garner sympathy 
from the rest of the country and turn the government away from its initial 
strategy to kill everyone within Stebbins and the immediately surrounding 
area. (Of course, the last scene of the book is of the convicted killer zom- 
bie Homer Gibbons showing up at the Starbucks where the satellite feeds 
are being uploaded to the Web. On to the sequel.) 

Dead of Night thus offers the basic ingredients of zombie fiction—the 
foreign doctor who works for the CIA but whose sister was tortured and 
killed (thus making him liable to poor judgment as well as emotionally 
attached to his bioweapons research), a government-sponsored bioweap- 
ons program that uses convicted killers as research subjects, a zombie 
outbreak that spreads before anyone understands what is going on, and a 
government decision to sacrifice everyone in a small town as a method of 
containment. (This last element should remind readers of the movie Out- 
break, in which a similar action was going to be taken, even though the 
antidote to the contagion was ready.) In other words, we have misguided 
people who serve evil ends, innocent victims, calculating government of- 
ficials, and resourceful and honorable heroes. The origin of the zombifi- 
cation, Dr. Volker, serves as the well-meaning servant of evil, but, as in 
Stephen King’s The Stand, the origin of the outbreak is a bureaucratic 
glitch that he did not foresee. 


World War Z 


The novel that showed me how important the zombie narrative is in 
articulating certain kinds of vaccination concerns is World War Z, 
which chronicles a global zombie apocalypse through the oral history 
of a United Nations professional who interviews folks from all over the 
world in the aftermath of the disaster and recovery.!^ In World War Z, 
the strategy developed to counter the zombie apocalypse and save civ- 
ilization is known as the Redeker plan. Paul Redeker is the name of 
a fictional Afrikaner apartheid architect who developed the plan that 
would prove successful against the zombie hordes. The Redeker plan is 
based on an also fictional *Plan Orange" that was designed to protect 
the white minority in the event of *an all-out uprising of its indigenous 
African population" (106). 
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Under the Redeker plan, the first thing governments had to accept was 
that it was not going to be possible to save everyone by the time a zombie 
outbreak was recognized, both locally and nationally (except in Israel, 
which presciently entered into a voluntary quarantine before everyone 
else). The plan thus involved pulling the military back to a semiquarantine 
zone that could be defended. That was the first step. The second step in- 
volved evacuating some citizens to the safe zone, as well as, far more con- 
troversially, the establishment of “special isolated zones” where human 
communities were sustained as “human bait,” so as to protect the safe 
zone from a full-out onslaught of zombies (109). As zombies are drawn to 
living people, there needed to be enough living people among the zombies 
in the war zones that the military in the safe zone were not always on the 
defensive. 

World War Z strongly suggests that all countries had to adopt a ver- 
sion of the Redeker plan, however seemingly humanitarian those versions 
were. That the successful strategy against the zombies was created by a 
proponent of apartheid is significant. This fact links the solution to the 
zombie apocalypse to a hated form of institutionalized discrimination, 
much like the link in Dead of Night of the cause of the zombies’ emer- 
gence to biochemical warfare research behind the Iron Curtain. In both 
cases, there is a connection to selective survival and the forces of evil 
that condone such behavior. In World War Z, a figure meant to represent 
Nelson Mandela embraces Paul Redeker and enables the implementation 
of his plan in the face of political opposition, a feature that does not erase 
the implicit critique of Redeker's links to apartheid. Instead, this feature 
demonstrates that in the context of a zombie apocalypse, survival is not 
a humanitarian endeavor but the result of strategic action. The person 
who was willing to create a plan to save the Afrikaners from an uprising 
of the majority black population is exactly the right person to imagine a 
solution to the zombie horde, because that person is already trained to 
consider some lives eminently expendable without sentimental or moral 
hesitation. 

Because of its unusual generic framing, World War Z does not utilize 
the familiar cast of characters of popular zombie fiction, but its issues are 
certainly similar. For example, the zombie apocalypse was not recognized 
initially because bureaucratically minded government officials had other 
things on their minds, or were snookered by the Chinese, who knew there 
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was an emergent infection going out of control but managed to fool out- 
siders by starting a war with Taiwan. The message here is that bureau- 
crats cannot be trusted—their allegiance to higher-ups, their adherence 
to norms, and their lack of independent judgment make them unreliable. 
They also simply cannot know everything that they need to know in order 
to maintain citizen safety from the zombie horde. 


The Passage Trilogy 


In Justin Cronin’s The Passage, as in Dead of Night, the initial expend- 
able lives are incarcerated inmates awaiting execution.» In zombie fiction, 
considerable effort is expended to contain the experiments to the chosen 
individuals, those destined for execution, but the effort is never fully suc- 
cessful. It is here, in part, that the story criticizes bureaucratic control—no 
one, it seems, is able to adequately protect against the escape of zombies 
or, in the case of The Passage, zombie vampires. 

The Passage begins a story of apocalypse that tracks between the situ- 
ation that initiates the outbreak—a USAMRIID (United States Army 
Medical Research Institute on Infectious Disease) project to create 
human bioweapons—and the postapocalyptic society almost a hundred 
years in the future, where isolated human communities across the United 
States are organized in response to the ever-present threat of viral hordes 
intent on killing all living mammals. The human bioweapons, called 
virals, were created by a doctor who went to the Amazon to find a virus 
that was thought to extend life. Most of the research team was killed in 
South America by vampire bats, but those who survived showed rejuve- 
nation of the thymus gland in addition to less desirable qualities.!ó The 
initial involvement of USAMRIID in the research project is unclear, but 
by the time the researchers are in South America, the army is running the 
show. After the survivors are evacuated, research continues at a secret 
facility in Telluride, Colorado, and death-row inmates are recruited as 
experimental subjects. The original doctor, Jonas Lear, is working on the 
virus (“refining” it) to see if it can be injected without turning people 
into vampires. When the officials in charge are about ready to move the 
thirteen virals to another facility to begin training them as humanoid 
bioweapons, the virals themselves break out by telepathically influencing 
their keepers to free them. They escape and infect the entire continent. 
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At the same time a six-year-old girl who has been injected with the at- 
tenuated virus also escapes. She retains her form as a human and can 
communicate with the virals, but is not fully one of them, although she 
does age very slowly. 

We have, then, the familiar cast of characters—a curious and emotion- 
ally lost doctor who is manipulated by the military, ethically compro- 
mised military officials, rapacious mercenaries who don’t care how many 
people die to protect the project, and an innocent but powerful girl who 
is going to save humankind.'” With respect to the girl, Lear, the doctor, 
says, “Once I saw, once I knew what they were planning, how it would 
all end, I wanted there to be at least one,” meaning that he wanted to see 
if his own goal, to use the virus to extend life without making a vampire, 
could be achieved (228). This desire to live as long as possible, which 
is clearly considered normative within medicine today, was co-opted by 
a military that imagined the virals could be bioweapons of an unparal- 
leled capacity. And, of course, the attempts to control and contain them 
are inadequate—in the zombie apocalypse narrative the force is always 
unleashed, usually because there is a moment of human error, an inability 
to maintain the necessary control at all times. In The Passage, the forces 
nominally in control experienced the dreams that were the effects of the 
virals’ telepathy, but tried to ignore them. It didn’t end well. 

The figure of the doctor who is so overcome by his own grief that he 
is easily manipulated by the military is reminiscent of Dr. Volker in Dead 
of Night. The message here is that medicine is easily corruptible—even 
the benevolent dreams of medicine can be manipulated to evil ends. The 
military, of course, is always already corrupted, filled with people of ques- 
tionable ethics whose job it is to make people disappear, no matter what 
the cost, or who are simply willing to bend all rules in order to get the job 
done. All of the functionaries in The Passage are compromised individu- 
als, and the crisis of the virals’ escape offers them the opportunity to be 
heroes, to sacrifice themselves or be sacrificed, or to take advantage. Cro- 
nin offers us examples of all three types, taking the story into The Twelve, 
in which the action is all in the postapocalyptic future and the showdown 
with the virals figures as the climax of the novel.'® 

The third book, The City of Mirrors, reaches back like The Passage 
into the pre-apocalypse to offer a closer portrait of the original viral, 
Zero, painting him more as a classic vampire individually bent on killing 
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his rivals. It also chronicles the discovery of Amy, 1,000 years in the fu- 
ture, as the sole humanoid survivor of the North American continent. 
Zero is Tim Fanning, a researcher infected on the original trip to Bolivia, 
but he is also, like eleven of the other original virals, a murderer, although 
no one but himself knows it. (The one original viral who was on death 
row but wrongly convicted, Anthony Carter, becomes a hero in The City 
of Mirrors as he helps Amy fight back against Fanning’s viral minions.) 
Fanning’s backstory is a focus of The City of Mirrors, and its telling, as 
well as other elements of the story’s wrap-up, makes it a moral tale. The 
evil characters get what they deserve, even if many innocents have to die 
in the meantime. And Fanning’s evil nature—developed initially through 
his unrequited love for his best friend’s wife, and then honed by a cen- 
tury of waiting and planning the demise of the humans who believe, after 
the massacre of the Twelve at the Homeland, that the virals have been 
vanquished—makes his vampirism an outgrowth of his evil nature, rather 
than just the effect of being bitten by the bats in South America. He is a 
postmodern Dracula, a figure who reigns over a dead city, waiting for his 
victims to enter at their peril. He also makes a critical, fatal, mistake, al- 
lowing himself to be strangled by Amy while on a wildly undulating crane 
above a city breaking apart. 

Because Cronin’s virals are zombie-like vampires, their activity is 
somewhat different from the completely mindless hordes of World 
War Z or Dead of Night. They are able to be controlled by more human- 
like vampires, such as the Director and Lila, who use their power to 
capture others to serve as laborers in the Homeland (set in Iowa City, 
where the author and I went to graduate school). They are also con- 
trolled, in The City of Mirrors, by their progenitors, the original virals 
that escaped from the USAMRIID facility in Telluride. The virals can be 
on their own, although they are more likely to appear in pods of several. 
Nevertheless, the virals mostly act through bloodlust, and there are so 
many of them and they are so consistently dangerous that they represent 
a horde, especially when massed. In The Twelve they are “clustering,” in 
part because there are so few humans left. And Cronin’s virals are like 
other fast twenty-first-century zombies, not the ponderous slow-moving 
hordes of the earlier twentieth century. James Thompson, in a chapter of 
a book titled . . . But If a Zombie Apocalypse Did Occur, suggests that 
these “fast-moving and feral” zombies are “usually the victims of science 
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gone astray, and not necessarily a risen corpse, but rather a transformed 
human monster.”!? Bingo. 

Cronin’s trilogy treads much of the same territory as classic pandemic 
apocalypse novels, where the purpose is to show how new societies form 
in the wake of widespread social collapse. His story about the ongoing 
confrontation with a zombie apocalypse reaches a climax a century after 
the initial release of the horde. What is striking about the postapocalyp- 
tic society is that there appears to be no attempt to manipulate the virals’ 
blood, to continue the “refinement” that has led to the girl’s (Amy’s) 
existence as a nonviral who nevertheless is of their kind. This sort of 
lack of technical sophistication is typical of many dystopian apocalypses, 
such as Station Eleven, The Stand, and even Oryx and Crake, where 
the apocalypse has not only stopped technological progress but actu- 
ally forced the human population into a situation of far more primitive 
technical capacity.” Usually the enforced primitiveness is a result of a 
loss of electricity and other forms of energy, as well as the death of most 
of the professional and educated classes, but it is also a way of criticiz- 
ing that very technical prowess. Technical sophistication is partly what 
gets us into the mess, and the punishment of the apocalypse is to put 
humans back into a time when we are unable to use these same methods 
to threaten our existence. Of course, the postapocalyptic societies have 
other threatening activities, as many more basic forms of violence and 
aggression endanger the lives of those who survive. Significantly, the pri- 
mary threat to human existence in The Passage and The Twelve is the 
rise of leaders willing to sacrifice the lives of some humans in order to 
save the group (this is the story of the Homestead in The Passage) or to 
sustain an authoritarian society and therefore save the elite (this is the 
story of the Homeland in The Twelve). 

Notably, in none of Cronin’s stories is a general argument made for 
sacrificing the few to save the many, except in the instances just noted 
where the sacrifice is required by those who demand human blood in re- 
turn for keeping some people alive, or in the context of the hero-like sac- 
rifice of an individual who volunteers to fight against impossible odds. 
The sacrifice is not made so that civilization as we know it can be saved, 
but (in the negative sense) so that the evil forces can retain their power 
or (in the positive heroic sense) in a desperate kamikaze move to take the 
other out. It is not sacrifice for the human race but execution demanded by 
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the virals or their familiars, or it is self-sacrifice. That the self-sacrifice is 
meant to save humankind, or at least the known survivors, does not make 
it like the mandatory sacrifice of others that characterizes the management 
of zombie hordes. In this sense Cronin’s trilogy is more like vampire than 
zombie fiction, as it retains enough of the individual’s ethical sensibility 
and turmoil to refrain from violence, especially characters like Alicia who 
have been bitten but also saved by injection with remaining virus (i.e., par- 
tially vaccinated), or Anthony Carter, the last of the original virals, who 
struggles throughout the story to understand why his former employer 
used him to kill herself. The trilogy is also, in a very significant sense, 
about blood, which makes it more like Dracula than Dead of Night. 
It matches the zombie narrative most closely in the initial events that set 
the apocalypse in motion and in its implicit criticism of the medical ex- 
perimentation that leads to it. 

Cronin’s trilogy never attempts a medical solution to the problem of 
virals, which distinguishes it from the movies I’ll discuss next. It gets 
close when Amy tries to save Peter, who has been bitten by Fanning and 
has “turned,” by mixing their blood (thus mimicking the transfusions in 
Dracula meant to save Lucy). It appears that this action does keep him 
alive, although not as long as Amy, and it does not prevent him from being 
a viral. But this is a low-tech solution. Also, in The Passage, Peter uses 
one vial of the attenuated virus that was injected into Amy to save Alicia 
from becoming fully viral. It works, but then Amy destroys the rest of the 
vials to prevent any of the others from becoming like her. Symbolically, 
this means that the solution to the problem of the virals is not medicine or 
technology, but good conquering evil in the form of a knock-down, drag- 
out fight that is the staple of modern morality tales. None of the volumes 
in the trilogy disappoints on this count. 

In The City of Mirrors we find out that the virus that escapes the 
USAMRIID research facility in Telluride mutates later, after a worldwide 
quarantine of North America. It mixes with an avian virus and becomes 
both airborne and lethal, killing those it infects within thirty-six hours, 
before they can “turn” and become virals. One of the characters com- 
ments that the quarantine of North America is precisely what saves the 
human race, as there are no other human survivors in the world. Within 
the quarantine, what saves the human race is good old American inge- 
nuity, technical smarts, lots of luck, grit, good leadership, and knowing 
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when it is time to take a stand. Not everyone survives, not by a long 
shot, but enough do, eventually seeding a new human civilization half- 
way around the world. 

Earlier in the novel we found out that those communities where in- 
dividual integrity and self-confidence did not survive are doomed: their 
inhabitants cannot rule themselves effectively, epidemic illness takes hold, 
and no one knows how to make a community run. That is, in places where 
not enough people with grit, ingenuity, and good leadership survive, ev- 
eryone is vulnerable to the predations of the virals. The eventual survivors 
from North America all come from the well-functioning community of 
Kerrville, Texas, from whence they escape to a refurbished boat on the 
Gulf of Mexico and sail east past the Horn of Africa to an uninhabited 


tropical island. The successful response to the vampire apocalypse is to get 
the hell out of Dodge. 


Filming the Zombie Apocalypse 


To a certain extent, the melding of zombies with vampires, the creation 
of what amounts to a vampire horde, allows for a more complex plot, as 
the vampire horde involves more intentionality and thus necessitates more 
cunning on the part of the humans fighting it. This is clearly the case of the 
movie version of I Am Legend, a zombie apocalypse film that has almost 
nothing in common with its vampire novel origin. In the original 1954 
story, it is a bacterial pandemic that creates vampires who gather nightly 
outside of Robert Neville’s home and chant his name, egging him to come 
out to be bitten.*! In the movie, the mutants are vampire-like creatures 
who resemble zombies in their horde-like fixation on biting, the result of 
an engineered measles virus used to create a cancer vaccine. It represents 
a clear case of humans inadvertently creating the circumstances for their 
own demise. 

The film I Am Legend is notable because for most of the movie there 
appears to be only one human survivor, Lieutenant Colonel Dr. Robert 
Neville, and his dog, Samantha. Neville’s implicit sacrifice—when he en- 
ables the escape of the two other humans, a mother and son, who will 
take the vaccine to a mythical colony of the immune in Vermont—is a 
personal sacrifice meant to save humankind. But Neville does not stay as 
bait, drawing the mutants toward him so that the other two can escape. 
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He closes the door of the chute and then pulls out a grenade that will 
blow up his lab and the mutants in it. He becomes a legend with his 
sacrifice—this is what he is “supposed to do,” as he puts it. The fact that 
he has discovered a cure for KV (which stands for the Krippen virus, 
named for the doctor who genetically engineered the measles virus as a 
putative cure for cancer) is what makes him a legend and allows his sac- 
rifice to have meaning. In the end, he makes things right, which has been 
his tragic goal throughout the whole film, implicitly to make up for the 
death of his wife and daughter as they try to leave New York City on one 
of the last military transports out before the city is officially quarantined. 
His sacrifice is the usual one for a hero of this sort, not the staged and 
involuntary sacrifice of those who are willingly killed by others in order to 
save civilization for the rest of us. 

The movie version of World War Z, like I Am Legend, diverges signifi- 
cantly from its novelistic origin.” Instead of focusing on the strategic ma- 
neuvers to beat the zombies at their own game, the movie version creates 
a biotechnical solution. Because the zombies do not recognize the exis- 
tence of the sick, the protagonist, played by Brad Pitt, is able to save him- 
self from zombies in a WHO medical facility by infecting himself with a 
known virus. This potentially self-sacrificing action leads to the invention 
and dissemination of a vaccine that mimics the signs of illness and saves 
humankind from the zombie hordes. Interestingly, the movie shows that 
Israel’s early voluntary quarantine does not hold (going directly against 
the book’s narrative), suggesting that medicine, not governments or mili- 
tary action, can be the savior of humankind. In this way the movie’s mes- 
sage about zombies is exactly the opposite of the book’s, although it aligns 
with I Am Legend in proposing a medicalized solution. 

I Am Legend brings us back to where I started the chapter—with 
vaccines and the fear of becoming a zombie. I don’t really think people 
have that explicit fear, but there is certainly a festering uncertainty about 
the engineering of viruses that the film expresses and also shapes. Many 
vaccines today are created through engineering of the germs that cause 
disease. Such manipulation is supposed to make vaccines safer, as they 
use only enough of the microbe to create an immune response to the ap- 
propriate antigens. As a result, the vaccines cannot cause true infection, 
and they include fewer antigens than older vaccines. But the concern rep- 
resented in I Am Legend suggests that there is some discomfort about all 
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this monkeying around with dangerous microbes. In these fictional dys- 
topias, there are always unforeseen consequences. We are always playing 
with fire. 


It is tempting to try to wrap up this chapter in a neat argument about how 
fiction and film express anxieties about contemporary medical technol- 
ogy and the military-medical complex that, behind the scenes, creates hu- 
manoid bioweapons without being able to control them. As I have shown, 
this is a strong theme in the genre, set alongside the repeated idea that bu- 
reaucratic organizations and government officials are inadequate to their 
securitizing responsibilities. But zombie novels and films, and their vam- 
pire horde cousins, articulate a deeper set of concerns about the implicit 
trade-offs that we seem to have already accepted with respect to individ- 
ual and population health. Do we really, they ask, believe that it is moral 
to sacrifice some citizens in order to save the country—or civilization— 
itself? Is injury to some acceptable in the overall scheme of things? These 
are questions that are raised by the zombie horde, and echoed in contem- 
porary vaccination controversy, where many vaccine skeptics use injury 
narratives to raise questions about vaccine safety. Whether or not the spe- 
cific injuries claimed are real is immaterial to the argument, because ev- 
eryone who is party to the controversy acknowledges that no vaccine is 
100 percent safe for every person all of the time. Some people are injured 
by vaccines every year, and very little is known ahead of time about who 
those individuals will be (beyond the ordinary contraindications of allergy 
to vaccine ingredients or previous adverse reaction to the vaccine). Stories 
about the zombie horde emphasize this central question about the value of 
the individual in relation to the group and the ethics of population health. 
They represent our collective worry about who will save us when the next 
mistake happens, and whether we will be able to recognize the mistake be- 
fore it overcomes us all. 

Mass immunization is one way to imagine the creation of a zombie horde. 
Another is using vaccines for something honorable and monumental— 
curing cancer!—as in the movie I Am Legend. In pandemic apocalypse 
stories, such as the movie Contagion, the vaccine is what saves civiliza- 
tion.? Yet the notion that populations can be sacrificed for the health of 
others also circulates in these stories, notably in a Korean movie simply 
called Flu.” In Contagion, state governments set up hard borders to keep 
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the virus from spreading across state lines, and in the movie Outbreak, the 
military is ready to bomb a town where the infected are sent. In Oryx and 
Crake, the first novel in Margaret Atwood’s Madaddam trilogy, evil ge- 
nius Crake seeds the entire world with a pandemic virus in order to wipe 
the slate clean for the genetically superior humanoids that he creates—this 
is the ultimate sacrifice of some humans for the sake of the survival of 
others. While it is true that the “Crakers” survive and begin to procreate, 
some humans also survive, and it is uncertain whether demolishing the 
old, corrupt society has cleared the way for a different kind of civilization 
to be born. (The problem in both The Stand and Oryx and Crake is that 
enough of the old society survives to recreate violence and the forms of 
inequality that led to the corruption in the first place.) In Oryx and Crake, 
vaccination saves the protagonist Jimmy, as Crake wants him to survive to 
protect his invented humanoids. But the overall destruction and his own 
personal desolation leave Jimmy in no position to do much besides save 
himself, and even there he is not altogether successful. 

Modern writers have worried about scientific developments and play- 
ing God since Nathaniel Hawthorne wrote about the unfortunate conse- 
quences of altering nature in the story “The Birth Mark.” Frankenstein 
by Mary Shelley is an obvious example as well. Altering nature is danger- 
ous. One incurs the wrath of God, or of Nature, in tinkering with what 
is given. Our uneasiness about medicine reflects a long-standing concern 
about how manipulating nature changes our relationship to God and to 
the natural world. Zombies and vampires are one way to figure that con- 
cern, as they are humanoid creatures who seek to kill us. Vampires, espe- 
cially, represent the human cost of our desire for longer life or escape from 
death. It only makes sense, then, that one of the most heralded medical tri- 
umphs of the twentieth century, vaccination, would share the viral imagi- 
nation with zombies and vampires. Cheat death, and this is what you get. 

But more significantly these fictions warn us that we cannot trust those 
who mean well and hope to secure our health and safety. Accidents hap- 
pen, and dangers lurk. The question is what and whom we trust to create 
and sustain our health. How can we secure our own futures, ensuring that 
we are not the ones who are sacrificed when the procedures break down, 
the germ escapes the lab, or the wrong people gain control of the bioweap- 
ons? Given that good people can be manipulated for bad ends, how do 
we know that the professionals we trust with our lives are telling us the 
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truth? That is a strong message across zombie and pandemic apocalyptic 
fictions, and it reflects the fractured contexts of contemporary modernity, 
in which we seek the truth ourselves, wary of relying on governments and 
groups that have failed us again and again. Recognizing that there is a 
limit to how much we can trust those who are ostensibly responsible for 
our health, many of us use the reflexive knowledge practices characteristic 
of modernity, and the new tools available to us (like the Internet), to make 
decisions on our own. And in the United States, where common cause has 
been eroded for decades by a sense that individuals matter more than the 
collective good, the notion that some people should be willing to sacrifice 
for the benefit of others is not necessarily widespread. One might say that 
it is an ideal honored more often in the breach. 


10 


ANTI/VAX 


This chapter discusses interviews about vaccination and health beliefs 
that have been conducted by members of the Vaccination Research Group 
(VRG) for over six years.! The interviews were part of three small stud- 
ies.? The oldest study looked at H1N1 flu vaccine uptake in far south- 
western Virginia public school vaccination clinics, while the more recent 
projects investigate a small community with cyclical pertussis outbreaks 
as well as more general health beliefs and vaccination practices across a 
broader region. None of the findings from these studies are generalizable, 
which means that our interpretations are specific to the participants we 
interviewed. Yet our work confirms other studies published by social sci- 
entists, most notably the anthropologists Melissa Leach and James Fair- 
head of the United Kingdom in Vaccine Anxieties, and we believe that our 
methods deserve to be used more widely. Simply put, asking people about 
their vaccination practices in the context of their health beliefs provides 
a wealth of information about vaccine skepticism that challenges popular 
opinions about the motivations and ideas behind vaccine refusal. 
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I didn’t start the VRG thinking that we would conduct interview 
studies—I am not trained in this type of research method. I started the 
VRG because I wanted to learn more about why people refused vaccina- 
tion and what the controversy involved. In 2011, however, I was asked 
to collaborate with faculty in public health to conduct the H1N1 study, 
which was funded by federal stimulus funds funneled through state public 
health programs. I pulled in a linguist colleague who routinely goes into 
people’s homes to talk to them about all manner of things, and she wanted 
to do interviews. Then a few years later a local public health district office 
asked us to partner with them to improve communication between public 
health employees and members of a community with multiple pertussis 
outbreaks. A graduate student in science and technology studies wanted 
to study vaccination controversy with me and started up the third study. 
Before I could turn around, it seemed, I was directing three interview stud- 
ies that try to make sense of people’s vaccination practices and beliefs. We 
are still in the middle of interpreting the results. 

The questions we ask in what are called semistructured interviews allow 
participants to tell their own stories. This approach allows us to interview 
people who might otherwise be unlikely to participate in research studies 
about vaccine skepticism, and it is crucial to revealing beliefs about vacci- 
nation and health that are obscured by the current media obsessions with 
celebrity vaccine refusers and erroneous information on the Internet. We 
have found that the people we interview make deliberative, intentional de- 
cisions in the context of their lived experience and social networks. They 
seek information appropriate to their worldviews and experiences with 
illness and medicine. Indeed, we think that vaccine-skeptical parents make 
decisions in much the same way that other parents make decisions, and 
often consider similar issues and experiences. 

In our research, a number of factors appear to distinguish vaccine skep- 
tics from wholehearted vaccinators, including alternative views of health 
and illness, valuing illness as crucial to good health, and accepting the 
uncertainties of illness over the uncertainties of medication or preventa- 
tive treatment. We find as well a belief in the body’s capacity to be ill 
and recover, a suspicion of pharmaceutical companies and medicine as a 
business, and highly personalized ways of understanding and experiencing 
oneself as a responsible and health-conscious community member. Our 
participants who don’t vaccinate or only partially vaccinate do not like to 
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be “bullied” (their words) by medical providers to comply with standard 
directives, and they often had negative experiences with physicians or 
other mainstream health care providers. These factors, as well as the fact 
that many participants are somewhat isolated geographically, contribute 
to their beliefs and practices about vaccinations. 

But we do not believe that any particular belief or practice will au- 
tomatically identify a person as a vaccine skeptic or refuser. Indeed, we 
think that people’s health decisions generally, and vaccination decisions 
in particular, are characterized by complexity—of experience, belief, and 
practice—which makes identifying a particular thing that can be changed 
to make vaccine skeptics accept vaccination a nonstarter. 


What We Have Learned 


What are the assumptions that people bring to vaccination? How does 
vaccination fit into the rest of people’s lives, especially with respect to 
views of medicine, health, and illness? In what ways do parents and oth- 
ers make sense of vaccination as a practice, and in what ways does it not 
make sense to certain individuals, given their belief systems and world- 
views? How do people make health care decisions generally, and how 
do their decisions about vaccination fit into this pattern? How do ex- 
ternal events and representations (especially media reporting) affect peo- 
ple’s decisions about vaccination and their experiences with health care 
providers? 

These are the questions that have guided our studies on health beliefs 
and vaccination. The interview transcripts are lengthy, nuanced, and 
fascinating—people discuss birth experiences, family relationships, ill- 
nesses and treatments, and employment decisions as all contributing to 
their ideas about health and their vaccination practices. In this chapter 
I cannot possibly do justice to the complexity of the data, which, in 
any case, will be more formally analyzed by the research team for ar- 
ticle and thesis publications. Here I present two ways of framing their 
responses: (1) listing reasons for vaccine skepticism or refusal that we 
have extracted from the data, and (2) discussing the complexity of their 
interrelation, in order to show how embedded vaccination decisions are 
in the fabric of people’s lives. 
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What Bothers People about Vaccines? 


The following list offers some reasons that our participants provide to ex- 
plain why some people are skeptical about or resist vaccinations: 


* belief in the value of natural illness 

* desire to avoid unnecessary medicine and treatment 

* belief in nutrition as the first defense against illness and as essen- 
tial to basic health, often including specific, and nonmainstream, 
dietary advice 

* enmeshment of ideas about health and the body with spiritual and 
religious practices 

* alternative views about health and medicine, including holistic, 
herbalist, oriental, integrative, naturopathic, and chiropractic med- 
ical systems 

* lived experience with illness, especially with illness that is not effec- 
tively treated by mainstream medicine 

* protection of the body and control over what goes into the body 

* experience with perceived vaccine injury 

* distrust of mainstream scientific studies of vaccine safety 

* distrust of medicine's entanglement with big business (especially 
*Big Pharma") and government 

* rejection of the idea that vaccinations are necessary to health 

* perception that too many vaccines are given routinely to children 

* perception that vaccine mandates do not distinguish between less 
severe and more severe illnesses 

* rejection of one-size-fits-all prescription of vaccine mandates 

* belief that parental responsibility for child health involves delibera- 
tive decision-making about vaccination 

* concerns about toxins in the environment, food, medicine, and 
household goods 

* experience of being bullied by mainstream health care providers, pri- 
marily in birth experiences but also in pediatric care 

* responsibility to the community that involves not going out when sick 

* global worries about how vaccination may change the world and 
children's futures 

* perception of children as persons with rights over their bodies 


In this chapter I do not have the space to discuss at length all of these 
cumulative concerns. It is clear that participants in our studies echo some 
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of the concerns that I have discussed in previous chapters, such as the 
distrust of government officials and mainstream medical profession- 
als concerning the safety and efficacy of vaccines, the role of pharma- 
ceutical companies in conducting safety and efficacy research, and the 
way in which current medical perspectives on individuals and genetics 
makes one-size-fits-all approaches to preventative health care suspect to 
some people. Asking our participants how they get their information and 
whom they trust led to varied responses about social networks, Internet 
sites, and scientific research. The complexity of our participants’ nar- 
ratives about their ideas about health and their practices in the face of 
illness is the subject of the next section, but it is an integral element of 
teasing apart the significance of the list of concerns above—the list com- 
prises discrete items, but the participants did not relate them as bullet 
points. Instead, they are integrated within holistic approaches to health 
and well-being. 

To flesh out this list of vaccine concerns, I will focus on three topics: 
nutrition, illness, and responsibility. The first two topics allow me to ex- 
plore the alternative health beliefs of our study participants, in a way that 
shows how they approach vaccination from within their own worldviews. 
The final topic, responsibility, lets me bring the conversation back to a 
concern of an earlier chapter about the responsibility of parents to vac- 
cinate their children for the good of the community. 


Nutrition Most of our participants mentioned nutrition and diet at 
one point or another during their interviews, and many of our vaccine- 
skeptical participants subscribed to very specific, and culturally anom- 
alous, diets, at least in comparison to the mainstream American diet or 
even the typical medically advised diet (low fat and high fiber). In response 
to the question “What does being healthy mean to you?” one study partic- 
ipant discussed her family’s dietary practices in detail: 


Okay. Um, for us, being healthy is all about diet and lifestyle. So we’ve cho- 
sen to, um... well, a lot of the reason we’ve been farmers has been to raise 
healthy food for our family and our community and we’re passionate about 
keeping our family healthy through the food that they eat and so we're very 
focused on making sure they always have nutrient dense food, very few 
empty calories, very little, um, well, very little if none processed food, very 
little sugar, and certainly no artificial sugars. Not to say that they don't get 
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to indulge in the wonderful things of life like, you know, sweets that are 
homemade, or, or, if we feel okay about.’ 


When the interviewer followed up with a specific question asking for clar- 
ification of her beliefs around food, this participant responded: 


Yeah, we focus primarily on the Weston A. Price, um, diet. So, animal prod- 
ucts, animal fats, um, also other good fats like coconut oil and, um, lots of 
raw milk. We used to raise raw milk. Um. And. Our kids eat tons of veg- 
gies, fresh veggies. Um, very little in the way of carbohydrates and grains. 
I personally have recently needed to go gluten-free for my own autoimmune 
issue that came out of Lyme disease, but for the most part I don’t have to 
worry about that with the kids. But we still just don’t eat a lot of gluten- 
rich products. Um. And. Um. You know, making sure the kids are, are in- 
terested in bitter foods and sour foods. We eat a lot of fermented vegetables. 
A lot of sauerkraut and things like that and the kids love it. Um, so making 
sure they have a broad range of what they’re willing to accept and enjoy. 
A lot of bone broth.4 


Another interviewee responded, in part, “Hygiene and food as medicine 
and prevention” to the question about what it means to be healthy. When 
the interviewer followed up for clarification with the question “What do 
those choices mean for you for healthy food?” she responded: 


Meat that I know where it came from, that doesn’t contain hormones or an- 
tibiotics and hopefully that’s grass-fed and raised right around here. Um, or, 
you know, at least organic if not local. Um, and then vegetables also that 
are organic. We just, we really try not to have any pesticide residues on our 
food if we can help it. Except for when we eat out and you don’t really, you 
know, we do choose to eat out sometimes and you don’t have a choice in 
that matter. But, um, but, yeah, we just, and we do choose to drink raw milk 
because we feel that it’s healthier and that it had a lot of, a lot of things in it 
that are health enhancing. Also raw butter and um, and um, eggs, um, I feel 
are very very healthy. Very healthy food. We also do take cod liver oil be- 
cause the vitamins A and D are really important. And in combination with 
the raw milk, I feel like we're getting a lot of protection from those foods.? 


Another interviewee responded to a question about what the family does 
when someone gets sick: “Um, we eat . . . well, you talked about diet, 
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I didn’t really think about this, but we eat foods that are known to be im- 
mune boosting. Things like garlic and, um, bone broth and, uh, ginger and 
lemon juice and . . . you know, I mean, all of the things.”® 

Our more mainstream interviewees also mentioned nutrition. One an- 
swered a question about what being healthy means with the following 
comment: “So I think happiness is the most important, and I think eat- 
ing a good diet is second. And a good diet to me is a lot of vegetables, a 
lot of food without added chemicals, unprocessed, um, you know, you, 
you know how it’s produced. It’s produced in fertile soil and not in soil 
that just had a lot of chemicals dumped on it [sighs]. Um, same goes for 
meat.”’ Another participant responded to a question about health respon- 
sibility for herself, her family, and for others by referring to nutrition: 
*[ think that, um, my responsibility to be healthy is to do everything I can 
to ensure that my kids are healthy and also safe [laughs] and, um, like 
I mentioned, I, Pve done that through breastfeeding my babies and pro- 
viding them healthy food."? One couple discussed their frustrations with 
a teenage son who didn't eat as healthfully as they would have liked: *My 
oldest son eats crap. Um, I mean, just, uh, he just eats the shittiest food, 
and we're, you know, we're so careful about, like, you know, health, you 
know, buy organic food and cook, cook dinner every night and all this sort 
of stuff, and then he gets his, you know, frozen, um . . . Hot Pockets.”? 

Nutrition and eating habits were thus frequently mentioned in respon- 
dents’ comments about how to be healthy. (No one that we talked to 
mentioned medications or vaccines as a primary way to be healthy.) In the 
Pertussis and Health Beliefs Study, participants who espoused alternative 
health ideas implied that poor eating habits led to susceptibility to illness, 
and they linked those habits to mainstream medicine. One participant, for 
example, criticized the practice of giving Jell-O to people recovering from 
surgery: 


I would not consider 80 percent of the people that walk into a doctor's of- 
fice and the doctor tells them that they're healthy and fine, I probably would 
not agree, with them, you know. But, most physicians don't have any prob- 
lem with the standard American diet either. You know, they don't have a 
problem with feeding, you know, a person who just got out of surgery, high 
fructose corn syrup Jell-O. . . . You know, like wait a minute. You've got 
someone who is trying to heal from surgery, and you're going to give them 
a bowl full of sugar? You know, to me, that is completely contraindicating 
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the health and balance of the body. You know, why aren’t you giving them 
a bone broth soup? Like that gives them everything. 1° 


She also mentioned that her children ate corn chips with salsa, but not 


“Doritos.” 1! 


Illness as Natural and Beneficial to Health The World Health Orga- 
nization’s constitution defines health as “a state of complete physical, 
mental and social well-being and not merely the absence of disease or 
infirmity.” !? None of the participants in our studies has given us a def- 
inition even close to this one. What they articulate is usually closer to 
what one participant offered: “a body that supports you in the life you 
want to live.” When asked further about sickness in relation to health, she 
responded: 


I think sickness is a part of life. I, um, think that some sickness can be a good 
thing. I haven’t looked into this extensively but have recently been interested 
in the idea that experiencing childhood illness can kick the, uh, certain pe- 
riod of development into action when it needs to be. . . . 

And, yeah, I don't think there's really anything wrong with sickness. 
I, it's one of the big reasons that I wanted to be at home. I used to work in 
a day-care center. And I saw all parents, you know, lying about giving their 
children medication so that they could go to work. And it, I just, I saw mis- 
erable kids who wanted to be with the people that they loved, where they 
felt safe, when they, you know, maybe weren't so sick as to have a high fever 
but were sick enough that they needed to just be resting. . . . 

And, and be comforted and I think that's part of childhood, I think that's 
part of life. You know, hopefully when we're adults we've built healthy im- 
mune systems, and it doesn't happen to us often. That's been my experience. 
But, um, but, yeah, I don't think it's something that really can or should be 
eradicated completely. 13 


Other participants responded similarly: “If Pm sick, I don't go to the doc- 
tor. There’s not a point in that; I just let my body cook until it’s done 
cooking, and then, you know, I’m okay, but I honestly get sick very, very, 
very rarely.”'4 “You know, it's like muscles. If you don't lose, use them, 
you lose them. And with some illnesses and childhood illnesses, they ac- 
tually make your immune system stronger. I have a lot of, uh, stories, uh, 
with, um, people who survived, you know, in their childhood, you know, 


202 Chapter Ten 


some, some kind of more serious and prolonged flus and colds or mea- 
sles or whatever, and then, you know, they’re ninety and they never went 
to a doctor." ? 

Our vaccine-accepting interviewees are more liable to have negative 
views of illness than our vaccine-skeptical participants. Among the vac- 
cine skeptics, we had strong indications of positive approaches to illness 
and its benefits for health. One participant had a lot to say about the rela- 


tion of illness to health: 


But, illness comes into play, our family gets the flu and it's four days, maybe 
a lingering cough for, you know, the fifth or sixth day. But then we're fine, 
and we bounce back and we're healthy and we're strong and we can keep 
moving with our day. It's not, you know, the flu that everybody got last Janu- 
ary, um, our family was one of the only families that bounced back like that. 
You know, everybody else, I mean people had that cough for three months, 
you know, and to me, that is where, um, someone's picture of health begins 
to degrade, and that wellness is no longer there. . . . [But] everyone's going to 
get sick. How you process that illness in your body is I think a big, a big part 
of it... . And so I think that those basic hygiene, basic nutritional stuff, our 
society's gotten really soft about. And we don't remember that those are key 


components to how much health and wellness we actually have.'® 


Another nonvaccinating mother put it this way: 


I think if you're healthy, you probably won't get sick as often, but you're 
able to handle it. And, I think, specifically with children, getting sick is an 
important part of being a ch—, being a child. It's part of, it's kind of like 
use it or lose it with your immune system. And I think the, um, how people 
won't let their kids be ill, um, is, causing a lot of the, the chronic, the chronic 
illness epidemic that's happening. People's immune system, it's kind of like 
your muscles, if you don't use them, they're just going to become noodles, 
and I think your immune system's the same way.!” 


This mother in particular was very concerned about children who are sim- 
ply given antibiotics when ill: 


But I, you know, I see, the other people, the people who did the antibiotics 
[during the pertussis outbreak], for their kids they just gave them antibiot- 
ics. And they say you're good after that week. And then they just send them 


Anti/Vax 203 


back to school, and they're like coughing all over. They're sick! They're not, 
they didn't give them any other support, to help them. And the kids like that, 
might have chronic lung issues, their whole life, probably will. I think there's 
a good chance they will, because you're not giving them any support. You 
just give them antibiotics and then they're not even getting their rest or the 
care or anything, and I thought that was kind of brutal in a way.!? 


Another mother spoke of the experience of fever in a way that demon- 
strates her positive attitude toward illness: *Well actually, I can give my 
kid some feverfew tea, and some yarrow tea and 90 percent of the time 
their fevers go down to a healthy, you know 100 degree fever that then 
helps their body kick out what's going on."? 

A few of the vaccinating participants commented on the issue of send- 


ing children to school while sick. One put it this way: 


I mean, again we have the luxury now because we have all these over-the- 
counter medicines that make us feel better in a, in a moment, of, like, con- 
tinuing to work and just push through and do all those things, and so people 
just; we just have such a weird view of health right now. It's a strange time 
regarding that. Um, like, I think that people before, when we felt more vul- 
nerable because there weren't vaccines available and these over-the-counter 
medications weren't available, and things like that, I wonder if people maybe 
were more, like, cognizant of not going out, and being in public, when they 


were coughing or hacking all over everyone.?? 


Another ruefully explained sending her kids to school when they were sick 
and she was working: *So hard when I was working 'cause I would send 
them to school . . . and then I felt so bad about it because what I would do 
is, if they were sick they'd stay home because if you stay home your s—, 
illness will last three days. If you go to school, it's gonna last a week or 
two, but they were good, they did it, they went not with fevers 'cause you 
can't send them with a fever, right? But . . . I always felt bad about that. ”% 


Responsibility to Community I have already shown that a number 
of our participants argue that people should stay at home while ill. 
The more radical of these arguments suggest that modern society has 
created a demand for medicines and vaccines so that people can go out 
in the world when ill, even to the eventual detriment of their health. 
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The nonvaccinating families created contexts in which the parents could 
stay at home with their children or spouses when ill, allowing family 
members to rest and “be supported” through illness. They tended to be 
very defensive about perceived accusations that they were not responsi- 
ble community members. For example, one participant said the following, 
as if responding to a physician who claimed she was being irresponsible: 


Well, when I answered him I was just, like, “Actually, Pm very responsi- 
ble because I’m proactive in learning about these issues.” Um, it, I mean he 
doesn’t know me. .. . But, . . . I didn’t give up ten years, eleven years of .. . 
You know I made a choice to be with my children and I drive a tiny little car 
[laughs] that has about a million miles on it, as does my husband. So don’t 
tell me. You don't know me. ... And I don’t appreciate your judging me and 
I think what the issue is, is that you don't like the fact that Pm questioning 
you, and you're not used to that. So actually, I'm very responsible because 
I can think for myself. Um, and I’m being responsible to my children, be- 
cause I’m protecting their health from what I understand and believe. . . . 
And I’m also teaching them to think for themselves.?? 


Previously in the interview she described an interaction with her brother 
over her responsibility to other children who were immunocompromised 
as a result of chemotherapy: 


If, if, if a child were undergoing chemotherapy and my child had a, one of 
these other things they don't vaccinate for that they can catch at school, the 
child having chemother—, chemotherapy could be compromised. I certainly 
would not send my children to school sick, and I would like to think that 
the parents of the children who's undergoing chemotherapy would be mind- 
ful of taking precautions to make sure their child was safe. Nobody wants to 
take responsibility for their own health. . . . So that w—, and then it was in- 
teresting, I said to him something to the effect of my children going to school 
and people sending their kids to school sick all the time, and he says, *Well, 
parents can't help it. They have to send their kids to school sick because 
their, um, they can't get off work." . . . My kids last month had, uh, Fifth’s 
disease that was going around their school . . . I talked to the school nurse. 


She's, like, “It’s, it’s not bad. It's not . . . they're probably not contagious."?? 


The nonvaccinating participants all responded to questions about re- 
sponsibility with comments either about their responsibility to their own 
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children’s individual bodies and health or about their actions that demon- 
strated their responsibility to their communities, or both. In the Pertus- 
sis and Health Beliefs Study, all community participants were angry that 
some local health care providers refused to test for pertussis, even after 
the health department had identified an outbreak in the community. Sev- 
eral participants suggested that this was the most irresponsible behavior, 
which allowed the outbreak to spread unnecessarily. It is important to 
point out that even people who practice alternative medicine need the di- 
agnostic tools of mainstream health care for proper diagnosis; often their 
alternative regimens depend on specific and accurate diagnosis made pos- 
sible through physician testing. And one nonvaccinating participant in the 
Health Beliefs and Vaccination Study mentioned that she did vaccinate 
her children against pertussis when they were interacting with a family 
with a newborn who was too young to be vaccinated for it, demonstrat- 
ing considerable flexibility in her own practices in order to protect others 
in her community. 


Complexity and Vaccination Practices 


Complex relationships and networks of meaning are pervasive in the way 
people think about vaccines. It is impossible to read these interview tran- 
scripts and say, “These people don’t vaccinate because of X.” Instead, we 
have found that people’s approaches to vaccination are deeply embedded 
in personal experiences that are hard to generalize. It’s impossible to know 
why people come to certain kinds of decisions about vaccines unless you 
ask them in a way that is respectful of those decisions and tries to address, 
rather than bracket off, their complexity. 

The focus on nutrition and its importance to health is illustrative. In 
the United States at this time, it is completely normal to believe that eating 
well contributes to good health. In 2016 I collected all the articles that the 
“YouDocs” (Mehmet Oz and Michael Roizen) published as a weekly syn- 
dicated column in the Roanoke Times. The most common topic that they 
discussed in their columns was disease, with nutrition and diet second. 
The YouDocs follow the mostly mainstream low fat/high fiber diet dicta, 
but they are slightly more radical than the mainstream. For example, they 
suggest that red meat is not good for you in any amount, rather than ad- 
vising that it can be eaten in moderation as the USDA suggests. 
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Some of our study participants have very unorthodox nutrition beliefs, 
but their investment in the power of food to prevent illness is not unusual. 
A nutritional approach to health is a functional approach, one that em- 
phasizes personal control and a cause-effect mind-set. When the mother 
of one of my colleagues had a stroke, the person who informed me men- 
tioned that “she was really healthy, eating right and exercising into her 
eighties,” implying that her good diet and exercise habits should have pre- 
vented cardiovascular disease. Because we feel this way—either intuitively 
or as a result of reading the ubiquitous and ever-changing news reports on 
health and nutrition—control of diet is seen and experienced as a primary 
way to ensure good health in families that are focused on health. And, in 
another register, many of us have fond memories of the kinds of foods 
that we got to eat when sick—saltines and ginger ale when home with the 
flu, for example, or chicken soup for a bad cold. Food, health, and illness 
are intertwined, although dependent on a family’s nutritional disposition, 
belief system, socioeconomic status, and access to grocery stores or other 
places to purchase desired items. 

For some of our study participants, nutrition is a value system and way 
of life. This is so, in part, because their nutritional beliefs put them at odds 
with mainstream US culture, so much so that some mention whether or 
not they violate their own rules when eating out or when their children go 
to parties or playdates. The isolation that some participants created when 
their families were ill extended more generally to their nutritional choices. 
One participant talked about how she and her family were creating 
thoughtful cold lunches because her children were attending a school— 
this constituted a change to their regular hot lunches when the children 
were being homeschooled. Other families came to their nutritional choices 
because of specific medical problems that they or their children experi- 
enced, such as chronic constipation, celiac disease, or Lyme disease. As 
seen above, one couple lamented their teenage son’s food choices, but 
were unwilling to police his habits, preferring to simply offer healthier 
choices at dinner and hoping that he would conform to family practices 
eventually—a disposition that many families can relate to. 

The focus on nutrition and many participants’ adherence to nonmain- 
stream diets reveal their confidence in the familial management of health. 
This confidence extends to their approach to illness, which for many of 
our participants is perceived and experienced as a normal aspect of life 
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and one that contributes to or demonstrates good health. Illness always 
represents an uncertainty, but our participants by and large felt that illness 
functioned as a reminder that something might be wrong but also that 
what was wrong could be ameliorated. Illness was seen as a challenge to 
one's immune system that would, through supported recovery, make an 
individual stronger. Medications, in relation to this way of thinking about 
illness, are equivocal. They mask true illness and the body's needs, are 
potentially harmful to long-term health, and allow people to participate 
in social life (work, school) in ways that threaten both the individual's and 
the community's health. Illness requires adjustment—renewed focus on 
healthy foods, support for the body's unique needs, and recognition of the 
body's response (fever, for example). 

Participants’ approaches to social responsibility also expressed confi- 
dence that illness could be contained and managed so that infectious out- 
breaks would not result from individual experiences. As explored above, 
our most ardent vaccine-skeptical parents reported that they did not think 
sending children to school while ill was appropriate, and they reported 
that they had set up their lives in such a way that managing illness at 
home was workable. Some of the families living on remote farms were 
able to completely isolate themselves during the pertussis outbreaks in 
their community. 

Responsibility to one's family and community through vaccination is 
a prominent element of public health messaging about vaccines. Public 
health authorities imply or state outright that nonvaccinating parents are 
irresponsible, especially with respect to others in their communities who 
cannot vaccinate or are especially susceptible to infectious disease. Pro- 
vaccine writers, reporters, and scholars repeat these sentiments, contribut- 
ing to the public perception that vaccine skeptics are selfish and inflaming 
public debate about voluntary nonvaccination. 

Yet our research participants spoke of a different kind of responsibility— 
to the body, the earth, and the future. Some of our participants feared 
that manipulation of viruses and bacteria through vaccine development 
would fuel the creation of superbugs, for example. Other concerns fo- 
cused on the body's capacity to fight off illnesses on its own, and the over- 
use of medications generally that vaccines were seen to be a part of. And 
participants expressed a range of concerns about changes to children's 
futures through vaccination. One participant was quite eloquent on this 
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particular point, speaking “of the risk that is there that we have not un- 
covered because the research hasn't been done. And so I just, Pm, Pm 
really worried that we are changing our children in ways that we can't 
even predict. And that we will never know who these little people would 
have been if they had not been injected time and time and time again, 
with diseases and foreign substances throughout their childhood."?^ Here 
uncertainty is not attached to illness but to medications in the form of 
childhood vaccines. 

The standard public health approach, to counter the uncertainty of 
illness with the certainty and control of vaccination, would not persuade 
many of our participants. The people we spoke to are likely to rely on 
domestic practices as dependable approaches to illness. For them, vaccines 
are things that may bring uncertainty to their children's futures, rather 
than control and health. Responsibility in this context is different from a 
straightforward obligation to keep oneself from becoming ill in order to 
protect others. When people feel that they can control their own expo- 
sures and potential exposures to others, and when the experience of illness 
itself is valued, other kinds of uncertainty are more influential in guiding 
behavior. 


Acknowledging these complex perspectives on health, illness, social re- 
sponsibility, and vaccination does not lead to a quick fix to the problem of 
voluntary nonvaccination. Where one sees uncertainty and how one en- 
acts control or management are effects of one's worldview. Many of the 
families that we spoke with reported significant independent research and 
deliberation about whether vaccines were right for their children, as they 
tested their own sensibilities by consulting external sources and trusted 
members of their social networks. Their research did not simply shore 
up preexisting views; it helped to shape those views with information, re- 
ported experience, and affective identifications. Our participants did not 
simply adopt other people's ideas, nor were they swayed by celebrity en- 
dorsements. Instead, their approaches to vaccination were part of larger, 
complex worldviews in which illness, responsibility, and bodily experi- 
ence each played a significant and interacting role. 

Portraying these participants’ worldviews as wrong is not an anthro- 
pologically sound way to understand why people believe certain things 
and not others. More significant for public health, it isn't an effective way 
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to have a conversation with people whose behavior one needs to guide in 
the context of an outbreak of infectious disease. The typical public health 
presentation of vaccine recommendations and mandates provides cost- 
benefit comparisons and evaluations of the burden of disease on families, 
communities, and the state. Yet the alternative perspectives that our non- 
vaccinating study participants revealed to us rely on a different calculus. 
If disease is functional and produces improved immunity, then the cost of 
illness cannot be measured only in dollars and cents. If health is a product 
of support through illness and demonstrated by recovery, the uncertainties 
of illness are not feared but embraced. If medicines allow one to live in a 
kind of fake health, then they are to be avoided. And those who promote 
them cannot be fully trusted. 

The most radical of our study participants are making a kind of ar- 
gument against modernity and its reliance on the circulation of people, 
goods, and money in modern economies. Clearly, they are reiterating 
concerns that we saw expressed by the antimedicine advocates, espe- 
cially Robert Mendelsohn and, to a certain extent, Ivan Illich. Signifi- 
cantly, their interviews demonstrate that the problem of trust—discussed 
throughout this book—remains at the center of vaccination controversy. 
For a person who thinks that Jell-O is a ludicrous food choice for some- 
one recovering from surgery, trusting mainstream medical advice about 
vaccines may be a stretch. That is, for such an individual, criticism of 
medicine as a system makes sense. She sees medicine as being overly reli- 
ant on industrial food and medicines, not acknowledging basic truths 
about nutrition and its fundamental role in health, and too readily treat- 
ing all patients the same. For a person whose fundamental approach to 
health is framed by a disposition to criticize medicine in these ways, being 
skeptical of vaccination makes sense. Such a person cannot trust infor- 
mation about health, safety, and efficacy broadcast by an institution that 
considers Jell-O a healthful food.”° 

The discussion in this chapter shows that there is no magic bullet 
of knowledge that can reveal why some people reject vaccination and 
others (the vast majority of US citizens and residents) embrace it. The 
studies reported on here show that there is a grave need for more such 
qualitative research, and on a larger scale. More significantly, we need 
something of a moratorium on those limited research studies that try 
to determine how to manage, with the least amount of effort, parents’ 
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questions about vaccines, or how to regulate, again with minimal effort, 
patient populations into compliant behaviors. Instead, we need to pay 
attention to complexity in the context of rich and exuberant perspec- 
tives on health and illness. And we need to consider why vaccination 
controversy emerges so forcefully now—not simply as an effect of the 
historical forces discussed in chapter 1, but as an exemplar of the kinds 
of challenges that modern social systems grapple with: the promise of 
technologies to manage problems of embodiment, the meaning of illness 
and bodily vulnerability in modern economies, and the public role of so- 
cial resisters in a bureaucratic democracy. It is to these topics that I turn 
in the conclusion to this book. 


CONCLUSION 


What Vaccination Controversy 
Can Teach Us about Medicine 
and Modernity 


Modern science aims to understand, and thereby control, nature. 
Modern medicine, insofar as it depends on, and touts itself as an ex- 
ample of, modern science, shares that dream. At mid-twentieth century, 
because of the successes of vaccination and antibiotics, control of infec- 
tious disease looked possible. But in the last quarter of the twentieth 
century, nature came roaring back—in the form of antibiotic resistance, 
multi-drug-resistant tuberculosis, HIV/AIDS, and other dangerous viral 
diseases like Ebola. Even though smallpox was declared eradicated 
worldwide in 1980, these emergent and returning illnesses came to dem- 
onstrate the limits of medicine and science in ridding the world of infec- 
tious disease. 

In the twenty-first century, controversies about global warming, genet- 
ically modified organisms (GMOs), vaccination, and HIV/AIDS—often 
characterized as science denial—are examples of uncertainties promul- 
gated by science’s own successes. They demonstrate, perhaps, the limits 
of modern dreams about the control of nature. Vaccination skepticism in 
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particular may be a special example demonstrating the limits of modern 
confidence in interventionist approaches to disease prevention, at least 
for some people who see in conformity to technocratic regulations a ca- 
pitulation to a worldview and a theory of bodily health that does not 
make sense. 

In this book, I have tried to show that doubling down on the side of 
science does not address—or even acknowledge—the beliefs and concerns 
of those who question the triumphal vaccine narrative.! If the goal is to 
reorient public stalemates about vaccination controversy, then heralding 
“science as truth” is a failure, especially when mainstream science, or 
mainstream interpretations of scientific data, are the only accepted posi- 
tions. What needs to happen is much messier and more unclear. Under- 
standing must take place without the goal of control, given that what 
motivates vaccine skepticism are some fundamental concerns about mo- 
dernity and human thriving. 

Vaccination controversy offers us a chance to consider three important 
and philosophically challenging propositions of modern societies—the 
promise of technologies to manage social problems, the eradication of 
illness as a sign of social progress, and the capacity of bureaucratic de- 
mocracies to manage social welfare and human well-being. My framing 
of these propositions demonstrates my strong sense that we must move 
the conversation away from an adjudication of the rightness or wrongness 
of people’s viewpoints with respect to scientific data. What we do to our 
bodies in the service of health is never only an effect of data and scientific 
considerations. This framing allows us to see that vaccination controversy 
stages another conversation altogether—a consideration of modernity, its 
promises, and its assumptions. 

Biomedicine and scientific research provide particular ways of fram- 
ing health, and the government uses scientific and biomedical research 
data to create a technocratic frame in which science is put to bureaucratic 
uses. Technocratic framing often makes sense to people educated in this 
worldview, especially those whose professional identities are linked to it, 
or to people who are convinced that bureaucratic processes and scientific 
evidence are generally beneficent. But daily life provides a powerful set 
of experiences that frame alternative worldviews that may or may not 
align with the technocratic framing of data. In addition, societies develop 
and sustain diverse symbolizations that contribute to culturally typical 
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frames for health, well-being, and medicine—and these may or may not 
match how vaccination is framed by health care workers in any given 
community. 

The anthropologists Melissa Leach and James Fairhead, authors of 
Vaccine Anxieties, suggest that the framing of vaccination as a public tri- 
umph of technoscientific achievement lends credence to the perception 
that those who do not believe in vaccination are ignorant or willfully 
misled by celebrity deceivers. In their view, the framing of the problem 
in terms that are accepted and valued by biomedical scientists and pub- 
lic health officials creates the notion of the ignorant or gullible parent 
as the cause of vaccination resistance. Typical frames, then, that blame 
rumor or ignorance for vaccine refusal reflect technocratic, not parental, 
perspectives. 

The public controversy over vaccination in the United States has cre- 
ated two different narratives about vaccination: (1) that vaccination is 
safe and effective and poses almost no risk to individuals, and (2) that 
vaccination is dangerous to some or all citizens and is only marginally— 
if at all—effective. It is not clear that people who subscribe fully to the 
second position can be persuaded of the first one, although people who 
fully believe that all vaccines are dangerous appear to be very rare in the 
population as a whole.” Furthermore, a sense of urgency is created by 
the public nature of the controversy itself, which inflames mechanisms of 
blame. Earlier in the book I discussed the increasingly inflammatory news 
reporting on vaccination controversy. This reporting context distorts our 
idea of what the problem is. 

Faith in technological solutions to social issues obscures historically 
long-standing resistance to state-mandated vaccination, making it seem 
like there is a quick-fix solution to force people to accept medicine’s truth 
that vaccines save lives. Historical reframing can remind us that there 
have always been people who have refused, resisted, or been skeptical 
about vaccination, and that exemptions have been used as a way to man- 
age dissent politically. The historical literature reveals that there have 
always been attempts to discredit the beliefs of vaccine skeptics—to sug- 
gest that they are against medical progress, that they subscribe to dan- 
gerous ideas about health and the body, that they believe in “quacks.” 
Discrediting vaccine skeptics is one mechanism for shoring up support 
for vaccination as a valid and valuable public health effort in the context 
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of an outbreak of infectious disease, and it was used frequently during 
smallpox outbreaks when vaccination was a primary method to stop on- 
going epidemics. Leach and Fairhead remind us that discrediting vaccine 
skeptics in this way demonstrates the power of technocratic frames in 
understanding vaccination controversy—the dominant public framing is 
that of the government and its allies in public health, which delegitimizes 
the experience and perspectives of those who disagree with it, in order to 
further their own agendas. At least, this is what such framing looks like 
from the perspective of those who don’t share it. 

When we reframe vaccination controversy as a clash between world- 
views, the question “Do children receive too many vaccines?” is not only 
a question about the capacity of small bodies to tolerate multiple shots 
and numerous foreign proteins. It is a question about the dream of disease 
eradication and the future of human life without infectious disease. It is a 
question about the modern body and our expectations of its performance, 
and it lodges an implicit criticism about what it means to have a child- 
hood free from illness. Our answers to this question must address these 
embedded questions, which are not amenable to what goes by the name 
of scientific reasoning. While many of us may not subscribe to the notion 
that saving lives with medicine is a dangerous way of “playing God,” we 
may still have lingering doubts about the extent to which we can trans- 
form human experience to do away with the burden of infectious disease 
for everyone. We may still think that days spent at home with a cold or the 
flu are valuable in the calculus of human immunity, survival, and thriving. 

In her evocative essay “On Being Ill," Virginia Woolf points out that 
being ill reorients one’s perspective; while lying prone, one looks up: 
“Now, lying recumbent, staring straight up, the sky is discovered to be 
something so different . . . that it is a little shocking. This then has been 
going on all the time without our knowing it!—this incessant making up 
of shapes and casting them down, this buffeting of clouds together, and 
drawing vast trains of ships and wagons from North to South, this inces- 
sant ringing up and down of curtains of light and shade, this interminable 
experiment with gold shafts and blue shadows, with veiling the sun and 
unveiling it, with making rock ramparts and wafting them away—this 
endless activity."? Being ill also changes one’s disposition—for Woolf this 
meant an appetite for poetry, rather than prose, and for the predictable bi- 
ographies of ordinary women. One could be sympathetic to these women, 
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while ill, as illness creates a kind of sensitivity to others that, ordinarily, 
people lack. Being ill, for Virginia Woolf, was a generative state, even 
though it brought one uncomfortably close to one’s mortality. That, of 
course, was part of the point. 

“On Being III” was published originally in 1930, by one of the fore- 
most modernist authors of the twentieth century, someone who explicitly 
addressed the changes of sensibility and disposition that modern perspec- 
tives created. A chronicler of modernity’s effects on women and the novel, 
Woolf wrote in A Room of One’s Own about how modern writers could 
no longer rely on the cadences and words of their Victorian forebears: 
“When the guns fired in August 1914, did the faces of men and women 
show so plain in each other's eyes that romance was killed? . . . The illusion 
which inspired Tennyson and Christina Rossetti to sing so passionately 
about the coming of their loves is far rarer now than then.”4 Indeed, “the 
living poets express a feeling that is actually being made and torn out of us 
at the moment. One does not recognize it in the first place; often for some 
reason one fears it; one watches it with keenness and compares it jealously 
and suspiciously with the old feeling that one knew" (14). Thus it is not 
without significance that she wrote similarly about the meaning of being ill 
in modern times—it makes one long after that *old feeling" through read- 
ing poetry, it makes one sympathize with others in the old way. Illness itself 
is nonmodern, or so, at least, modernity would have us think. 

And yet chronic illness and disability are, arguably, more prevalent 
now than previously. Perhaps they come to the fore of experience as in- 
fectious disease is more handily prevented and treated, and as people live 
longer. Affluence is clearly a cause of some chronic illness—diabetes is a 
prime example, and cancer may be another. We now manage disability 
and chronic illness with laws, regulations, and technologies, and those 
who are physically disabled are not locked away or hidden, even as they 
struggle in a society created and sustained for the able-bodied. 

Moreover, the widespread use of medication for disease prevention 
turns all of us into the pre-ill, medicalizing our existence in an attempt 
to forestall illness. Does that make us healthy or sick? When we prescribe 
*by numbers," are we maintaining our health or succumbing to disease? 
While seeking after cures is an age-old practice, there is something par- 
ticularly modern in our pill-oriented lifestyle, when catching up with 
old friends means learning about their children's multiple diagnoses and 
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medication regimens.’ These medications keep us vital and strong, able to 
circulate publicly without embarrassing skin lesions or crippling anxiety, 
or they give us the few more months with our families that we crave. 
At least, that’s what we are led to believe. 

The counterargument that we saw in the antimedicine critiques is that 
there is no way to know who really benefits from all of this preventative 
treatment—the sense that prevention is good is so ingrained in us that 
we don’t pay attention to how the numbers don’t always add up. But the 
deeper questions have to do with how our relationships with medicines 
and preventative regimens are markers of our modernness—they define 
a particular relation to disease that is characteristic of our era. That is 
why so many vaccine promoters criticize vaccine skeptics for wanting to 
“go back in time” to periods when thousands of children were sickened 
by infectious disease, and many died. Vaccination is itself a product of 
modernity—the emblematic medical practice of the germ theory of dis- 
ease, it represents modernity’s promise of personal and population health 
with the tools of science. Vaccination is one medical practice among many 
that knits us into a particular relation to modern medicine and its require- 
ments, and that’s one reason why Robert Mendelsohn was so against it, 
because it trained children to be reliant on their doctors and to experience 
themselves as medicalized subjects. 

Virginia Woolf, whose own physical and mental vulnerabilities were 
significant, reminds us that illness is a human experience with meaning, 
a sentiment that is repeated in the interviews with vaccine skeptics that 
my research team has collected. Her political writing, especially Three 
Guineas, stakes a claim for the role of an “outsider society” that resists 
norms and mainstream positions, especially those that are supported by 
tradition and institutions. Vaccination controversy, including the deci- 
sions of radical vaccine refusers, raises questions about the public role of 
resisters in a bureaucratic democracy, allowing another interesting link to 
this icon of modern literature. Those who fashion themselves as vaccine 
safety advocates argue that they are acting as whistle-blowers, revealing 
significant deficiencies in the licensing, recommending, and mandating of 
vaccines by federal and state bodies. Most of the vaccine skeptics that 
my research team has interviewed simply opt out of the system, either 
formally or informally, using their actions to articulate disagreement with 
immunization laws. 
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How are public health decisions made in a bureaucratic democracy? 
The distrust apparent in our interview data as well as published work on 
vaccination demonstrates that the existing system does not engender trust 
in some people. As I have argued above, promoting science and its data in 
favor of vaccination does not create trusting vaccinators out of skeptics, at 
least not the ones that we have spoken to, even though most of the people 
we have interviewed are not full-on vaccine refusers. The distance of most 
ordinary people from the agencies and committees that deliberate about 
vaccine licensure and approve vaccination recommendations is one way to 
characterize the problem. While the lengthy research protocols and licens- 
ing approval process are meant to ensure trust in the system, the obscured 
bureaucratic processes seem to make many people less trusting, especially 
when exposés show that many of those involved in decision-making are 
also insiders, either vaccine inventors or industry experts. 

In other words, the way that large modern democracies work— 
through legislative and bureaucratic mechanisms, both of which are often 
seen to be influenced improperly—is an obstacle to creating more trust in 
vaccines and vaccination recommendations. In the United States, at this 
writing, there is not a lot of trust in government. It is not only political 
partisanship that is the problem, although partisanship contributes sig- 
nificantly to this lack of trust. It is that ordinary people do not see how 
their experiences and their views are represented in government decision- 
making, which is perceived to be dominated by elites. And this problem 
raises the question of how decisions about issues of public health, which 
are dependent on scientific evidence, are to be made in ways that the pub- 
lic accedes to. It is one thing to mandate clean water for all residents of 
a city and to clean up reservoirs and create sewers; it is quite another to 
demand that all citizens be given shots to keep them well. To what extent 
are citizens able to make a case for their points of view when their bodies 
are on the line? 

These questions go to the heart of modern forms of government and 
their promises to promote the welfare of their populations. Michel Fou- 
cault’s later career was dedicated to understanding the origins of these 
problems in the eighteenth and nineteenth centuries. Current public con- 
testations over vaccination represent one way that these questions and 
the problems they point to are made manifest. They reveal the nodes that 
draw together democracies and modernity in dreams of self-government, 
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independence, and triumph over nature. They demonstrate that techno- 
scientific modernity and democratic decision-making do not necessarily 
go together, especially when people feel that technoscience is aligned with 
big business and profit making and not dedicated to the real well-being of 
ordinary citizens. 

Stories of viral pandemics and the zombie apocalypse alert us to con- 
cerns that go beyond predictable worries about meddling with dangerous 
microbes. They expose more basic anxieties about whom we can trust 
when the chips are down. Bureaucrats do not come off well in these depic- 
tions of the end of the world as we know it. Instead, the heroic actions of 
the few who are willing to buck the system usually save the day. Going 
rogue is a valued tradition in American culture. It is not unusual that some 
individuals choose to do so by avoiding or actively resisting state compul- 
sion to vaccinate. 


At this point, I feel compelled to take a stand about science, a stand that 
I have resisted throughout the entire text. At various points in this book, 
I have wriggled out of this felt requirement by arguing that our relation to 
science is affective, mired in circumstance, and influenced by mechanisms 
of trust that are not fully rational. I have discussed at length how scien- 
tific facts continue to carry with them problems of interest. I have demon- 
strated how to think about scientific facts as both cultural constructions 
and renditions of an objectively real world. I have suggested, throughout, 
that people believe different things, even when faced with similar facts. 
Indeed, I have argued that the abstraction and expertise that are the hall- 
marks of modern systems of bureaucratic science and governance can be 
alienating and provoke resistance among the very individuals that they are 
meant to persuade. 

Writing this book has demanded of me a radical alienation from claims 
about scientific reasoning and scientific truth. Just as my research group 
has developed a neutral stance toward vaccination in order to solicit re- 
search participants and more effectively understand the concerns of vac- 
cine resisters, I have had to bracket my own commitments to medical 
science and vaccination to draw out the arguments that make up this 
book’s primary contributions to public debate. As I noted in the introduc- 
tion, researching vaccination has made me more of a skeptic than I used 
to be. And yet I still get my tetanus shot every decade. 
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So why do I feel as if I need to take a stand about science, for science? 
I worry that my comments here will be taken to mean that I don't re- 
spect science, that I don't believe in science, when all around me the nega- 
tive consequences of the social repudiation of scientific evidence (global 
warming, polluted air and water, environmental contamination) pile up. 
In the polarized political context in which we find ourselves in 2018, will 
the kind of stance I have taken in this book become evidence for being on 
the wrong side of history? 

And yet, I believe wholeheartedly, now more than ever, that the prob- 
lem of vaccination skepticism is not a scientific problem so much as it is 
a social one. Medical controversies in the public sphere are inevitably so- 
cial controversies, and as such they demand social solutions. My almost 
three decades of research on these issues have convinced me that pub- 
lic debates about them are always also conversations about something 
else—questions about what it means to be a person, to be a member of a 
community, to be a human being living in consonance with other kinds of 
beings and bodies. To get at the something else, we have to be willing to 
bracket science and its contribution to understanding the problem. This 
is not to say that scientific perspectives are unimportant. But we must 
recognize that when we allow science and its conclusions to dominate 
our responses to medical controversies in the public sphere, we limit our 
understanding of what motivates those controversies and how we might 
solve them. 

The answer is science and something else. The answer is not com- 
municating science better, as if the problem is a lack of clarity or the 
complexity of scientific practice or results. Sometimes that is part of 
the problem, but in the tangle of issues that I have discussed in Anti/ 
Vax, identifying better science communication as a primary solution 
only promotes the popular, and damaging, idea that vaccine skeptics 
are scientifically illiterate, confirming the deficit model of the public un- 
derstanding of science. The something else has to do with understand- 
ing in a deep way the cultural mechanisms and beliefs that support our 
lives and make them meaningful. The something else is how vaccination 
controversies point toward fundamental questions about human flour- 
ishing and the meaning of illness in healthy lives. 

Science is not sufficient to address vaccination controversy and the 
problems that it can present to public health efforts to prevent and contain 
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infectious disease. In an earlier version of this conclusion, my parting line 
was “The social response to vaccine skepticism is not science, it’s democ- 
racy.” While I still believe that we must attend to the challenges of modern 
bureaucratic democracies in understanding and addressing public contes- 
tation of vaccines and vaccination mandates, I now think that a better 
way to frame the problem is through the forms of knowledge that we use 
to understand it. Epistemologically, science does not offer us a lot of help 
in identifying and explaining the various threads that are woven through 
vaccination controversy. My analysis has shown that existing scientific ap- 
proaches are limited. Scientific efforts are too disembedding—they require 
that we bracket idiosyncratic influences, those things that make us singu- 
lar and distinct. They demand generalizability and quantification. Instead, 
close reading and cultural interpretation demonstrate how a number of so- 
cial trends coalesce to enable a robust skepticism of vaccines in contempo- 
rary culture. Attention to rhetoric, argument, and language use illuminates 
patterns and meanings that are otherwise obscure to most of us. Telling 
and interpreting stories reveal concerns that we did not know we had. 

In other words, the humanities and their characteristic hermeneutic 
approach offer insights unavailable to scientific reasoning. In medical edu- 
cation, narrative medicine and the health humanities have responded to a 
felt need for more human-centered approaches to healing after the tech- 
nological advancements of the last half century. Illness memoirs dominate 
best-seller lists, demonstrating significant public interest in the experience 
and ontological significance of being ill. But in public debates about vac- 
cination, climate change, and genetically modified organisms, simplistic 
renditions of science and its truths dominate the discourse. 

The humanities—emphasizing multiple interpretations, linguistic com- 
plexity, and subjectivity—can help us rethink the way we use evidence 
and how we might talk to one another as fellow citizens committed to 
culturally relevant solutions. Invested in both pluralism and painstakingly 
acquired evidence, humanistic modes of inquiry and analysis model a con- 
versational and democratic epistemology. They represent the something 
else that must be engaged if we are to productively reframe vaccination 
controversy today. 
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